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Out-of-hours primary care for people with intellectual disabiliti es (ID) concerns a vulnerable 

populati on in  a fragile setti  ng. In fact, litt le is known about the organisati onal context of 

out-of-hours primary care for people with ID, whereas, for the general populati on, out-of-

hours primary care is clearly arranged and att uned with pati ents’ needs and with the 

requirements of the professionals working in this setti  ng. Experiences from practi ce show 

that out-of-hours primary care for people with ID does not always run smoothly. In sum, it 

can be said that out-of-hours primary care for people with ID is out-of-sight, out-of-touch, 

and out-of-mind. This thesis addresses the sub-opti mal state of this care, with the overall 

aim of identi fying factors that can be infl uenced in order to improve the accessibility and 

quality of out-of-hours primary care for people with ID. The aim of this thesis is to provide 

insight into the out-of-hours primary care for people with ID by exploring its current state in 

terms of organisati onal context, medical content, and healthcare professionals’ concerns.

 Out-of-sight – The organisati onal context of out-of-hours primary care for people with ID is 

infl uenced by the diff erent housing arrangements in which people with ID live in the Nether-

lands: independently, with relati ves, within community houses, or in residenti al setti  ngs. In 

additi on, there are diff erent primary care arrangements at mainstream general practi ti oner 

(GP) services and specialist services. In this thesis, context is defi ned as elements within 

these setti  ngs addressed in terms whereby the infl uence of context on care can be under-

stood. If the context of out-of-hours primary care for people with ID is not addressed, such 

care remains out-of-sight for safety and quality improvements. 

Out-of-touch – The medical content of out-of-hours primary care for people with ID includes 

all medical aspects and informati on needed to bett er understand this care. This includes, for 

example, the frequency with which they request care, the urgency with which they are in 

need of care, and the reason why they need care. In this thesis, informati on regarding the 

content of care is essenti al to communicate more eff ecti vely regarding out-of-hours primary 

care for people with ID. This informati on enables judgements to be made on the safety and 

quality of out-of-hours primary care for this populati on. When stakeholders have limited 

access to informati on and knowledge, they remain out-of-touch in terms of providing and 

facilitati ng adequate out-of-hours primary care to people with ID.

Out-of-mind – The concerns of healthcare professionals involved in out-of-hours primary 

care for people with ID are infl uenced by their experience and knowledge. Mainstream 

healthcare professionals are generally not that experienced with caring for people with ID. 

Specialist services are generally not that fi t to provide urgent care. When healthcare profes-

sionals are not experienced and trained in out-of-hours primary care for people with ID, they 

feel that such care is out-of-mind as far as they are concerned.
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This introductory chapter provides a background to out-of-hours primary care for people 

with ID. The complexity of the topic is first illustrated by a patient case (see Box 1.1), which 

is followed by a notice on health and healthcare disparities. Next, specifics of the healthcare 

system in the Netherlands, in relation to other countries and in relation to the organisation 

of out-of-hours primary care and its complexity, are discussed. Finally, the main aim and 

research questions are stated, followed by methodological considerations, a description of 

the research setting, and an outline of this thesis.

Box 1.1 Patient case from my own experience

Out-of-sight – As an ID physician, I am part of the rotating service covering 24/7 medical 

care for the 550 residents of our employing care provider service and the 300 residents of 

a neighbouring service. The service area extends over 30 kilometres. No collaboration with 

GPs has been established for our residential areas. 

During a weekend shift in the middle of the night, a daily care professional called to tell 

me that one of the residents was ill. The daily care professional had not seen the patient 

himself because he was stationed near the phone responding to an average of 125,500 

alarms and intercoms a night communicating with his colleagues and all residents. Unable 

to give me any more information or a sense of how urgent the request was, he agreed to 

contact his colleague, who had called in the request.

Out-of-touch – Half an hour later, the daily care professional was more insistent: he 

requested a doctor’s visit as his colleague was worried about the health of the patient who 

was running a fever and seemed short of breath. It took more than 30 minutes to get there.

The patient’s medical file stated that the person in question was an 80-year-old man with 

a moderate ID and normal pressure hydrocephalus with a fragile health status. He took 

clozapine for mood stabilisation, which is known to cause immunosuppression. Physical 

examination showed that the man was ill, his heart was racing, his blood pressure was high, 

and he was extremely short of breath. I wanted to reflect on my course of action with his 

sister who was listed in the client file as his legal representative, but, unfortunately, I was 

not able to reach her on the phone. I decided to send him to the hospital emergency room 

with a presumed pneumosepsis. 

Out-of-mind – The daily care professional, who had stayed with the patient, was unsure 

about what to do. She did not know the patient or his medical history. She was unable to 

leave her post to accompany the patient to the hospital. Later that night, I was called by 

another daily care professional who herself was woken from her bed and asked to rush to 
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the hospital. She felt overwhelmed as she was not informed about the situation. We talked 

briefly. An hour later, the emergency room physician asked me to reflect with her on the 

course of action if the patient would destabilise, and whether admission to an intensive 

care unit or intubation was deemed appropriate. She felt uncertain about making such 

a decision for this patient. For now, the patient was stable on intravenous antibiotics.

This rotating service means that I do a shift once every four nights, on top of daytime work 

hours. These shifts are wearisome. As an ID physician, I felt uncomfortable in this case of 

acute care, because my training did not provide me with the background to assess this 

properly, and my experience with acute care is limited. 

The patient case illustrates that context, content, and concerns are intertwined and influ-

ence one another. It shows how weak the out-of-hours care can be at care provider services 

for people with ID: an elderly man in need of urgent care without proper representation, 

caregivers with little information on the case history, physicians working long hours, and 

a healthcare system that is not always prepared for complex cases like this. The contextual 

elements of this case, the medical aspects related to the content of the health needs, and 

the different concerns of all the healthcare professionals involved are intermingled, making 

this care complex.

Health and healthcare disparities of people with ID

Intellectual disabilities are defined by the American Association on Intellectual and 

Developmental Disabilities as significant limitations that originate before the age of 18 in 

both intellectual functioning and adaptive behaviour, which covers everyday social, prac-

tical, and conceptual skills [1]. It is estimated that ID affects 1 to 2% of the population [2, 

3]. Compared with the general population, people with ID have shorter life expectancies 

and higher morbidity rates [4-6]. The excess morbidity can be caused by syndrome-related 

health problems such as heart disease in Down Syndrome, or by health problems secondary 

to the ID such as heart disease as a side-effect of psychotropic drug use [4]. Having an ID is 

associated with having additional developmental disabilities like cerebral palsy, psychiatric 

disorders, autism, blindness, and deafness [7]. These co-existing disabilities, combined with 

the limitations in functioning, make this population particularly vulnerable to health dispar-

ities. Health disparities are broadly defined as population-specific differences in health 

indicators [6] and are considered as differences in health that are unnecessary, avoidable, 

unfair, and unjust [8].



CHAPTER 1

12

 

Besides health disparities, people with ID experience disparities in accessing healthcare 

services. These so-called healthcare disparities stem from reasons attributed to the ID itself, 

the environment in which people with ID find themselves, and the healthcare system in 

general. People with ID have difficulties in communicating their needs, are dependent on 

their caregivers for help, and experience challenges in understanding healthcare profes-

sionals [9]. Difficulties in the environment of people with ID relate to their carers’ perceptions 

and limited knowledge of health and healthcare needs of people with ID [10-12] and organi-

sational prerequisites [13]. Mainstream healthcare systems fail to provide adequate health-

care to people with ID [5, 14], and healthcare professionals generally experience challenges 

in communicating with, and in their knowledge of, the healthcare needs of people with ID 

[15, 16], as ID is generally overlooked in medical education. This all results in people with 

ID often being misunderstood and misinterpreted [9], illnesses often mis- or undiagnosed, 

and health needs remaining unmet [6, 17, 18]. Accessible and good quality care, including 

out-of-hours primary care, is essential to reduce health disparities in people with ID. 

Healthcare for people with ID in the Netherlands

In the Netherlands, the exact prevalence of ID is unknown. Estimates suggest that there are 

142,000 people with an IQ below 70 in the country, and an additional 2.2 million people with 

an IQ below 85, of which 60% are not socially self-reliant and thus considered as having an ID 

[19, 20]. It is estimated that half of the ID population live in the community and half in resi-

dential care facilities [21]. Through non-profit care provider services, 200,000 people with ID 

receive both daytime activities and living arrangements [19, 22]. Supported living arrange-

ments vary from a minimal floating support for people living independently, with family, or 

in small group homes, to 24-hour staffed residential care. The care provider services vary 

in size and services [19]. Support within them is often of a multidisciplinary nature, including 

daily care professionals, nurses, management staff, and behavioural therapists. 

In 2015, Dutch long-term care was extensively reformed for reasons that were both 

economic and ideological in nature, in which a greater appeal was made to the self-reli-

ance and participation of citizens. The Dutch ratification of the Convention on the Rights 

of Persons with Disabilities in 2016 was supportive of people with ID living longer in the 

community rather than at residential facilities. The reforms resulted in a financial incentive 

for deinstitutionalisation and more people with ID living in the community. As a result, the 

need for care for people with borderline and mild ID increased rapidly in the Netherlands 

[20]. Additionally, the provision of medical care to people with ID in the Netherlands is 

increasingly the role of GPs, like in many countries. 
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Unique to the Netherlands is the profession of the specialist ID physician, which has been 

recognised as a medical specialisation since 2000 by the Dutch Ministry of Health [23]. An ID 

physician has completed a three-year postgraduate training course focusing on healthcare 

specifically related to ID [24]. ID physicians often work within the residential setting of care 

provider services, which are more and more collocated with GPs practices [21]. Nowadays, 

following the deinstitutionalisation of people with ID, specialist ID physicians are more and 

more moving to out-patient consultation services upon referral from GPs and specialists and 

located at hospitals, specialist centres, and GP practices. The ID physicians’ profession is still 

developing and strengthening its position.

Out-of-hours primary care in the Netherlands

Primary care in the Netherlands provides integrated, accessible healthcare services. Physi-

cians are expected to address a wide range of individual healthcare needs and to develop 

a sustained partnership with patients, and practice in the context of family and commu-

nity [25]. Ninety-five percent of all healthcare contacts occur in primary care [26], which 

accounted for 4.3% of the general total healthcare costs in 2011 [22]. Within the Dutch 

healthcare system, primary care is strongly positioned as the gatekeeper to specialist care 

[27]. Specialised healthcare is delivered as a follow-up or referral from a primary care 

provider and is commonly provided in hospitals. Highly technical and specialised care for 

patients with unusually severe, complex, or uncommon health problems is usually provided 

in academic medical centres. Within all these levels of healthcare, out-of-hours consultation 

is provided after the physicians’ regular daily practice schedule. Usually, it is designed to 

deliver 24/7 patient care coverage for emergency aid, triage, and consultation. 

In the Netherlands, out-of-hours primary care is organised in 120 GP cooperatives covering 

almost all 17 million inhabitants [28]. These cooperatives are open in the evening, at night, and 

at weekends for acute GP care, encompassing 49 to 816 GPs taking shifts per cooperative 

and GPs working an average of four hours per week in this system. The GP cooperatives 

are generally considered to be accessible, efficient, safe, well-organised, and of high quality 

[27, 29]. Two-thirds of GP cooperatives are located near an hospital emergency department, 

where the reception areas are often right next to each other and the initial triage is carried 

out by the GP cooperative [28]. GP cooperatives offer telephone triage undertaken by certi-

fied phone nurses with physician backup. Triage is carried out under a protocol and entails 

the classification of urgency and need of care. The triage nurses telephonically respond to 

patient requests and offer advice ranging from self-care to referral to hospital. GPs supervise 

the triage nurses, see patients on location, and make home visits when necessary. GPs are 
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additionally supported by clinical nurses, management staff, and chauffeurs [27]. 

In the last few decades, many European countries have been reorganising their out-of-hours 

primary care services, shifting from local rotation groups towards large-scale primary care 

organisations [30]. The Dutch organisational model of out-of-hours primary care is seen 

internationally as exemplary [31]. In the Dutch model GPs express high satisfaction, their 

workload has decreased, and their job satisfaction has increased when compared with the 

situation before the reorganisation in 2000 [27]. However, concerns have been expressed 

about patient safety at GP cooperatives because of the high patient throughput, the high 

workload, the wide diversity of clinical conditions presented, the use of triage nurses, and 

the limited access to patients’ medical history [32-34]. In addition, GPs work in shifts and 

patients have contact with unfamiliar healthcare professionals, leading to an increase in 

the risk of errors caused by discontinuity in information transfer [33]. To what extent these 

concerns reflect vulnerable patient groups, like people with ID, is unknown.

Complexity of out-of-hour primary care for people with ID

Out-of-hours primary care for people with ID is dynamic because of the influence of the 

political reforms and because many different parties are involved. Additionally, this care is 

dynamic because of the ad-hoc setting where healthcare professionals can be surprised at 

what they encounter. Out-of-hours primary care for people with ID thus can be considered 

as complex, with many interacting factors and dynamic processes [35]. This care is, however, 

an unexplored area, where information on its current state is mostly experiential and has 

never before been structurally described. Consequently, it can be said that out-of-hours 

primary care for people with ID is out-of-sight, out-of-touch, and out-of-mind. To some 

extent, individuals with ID overlap with other vulnerable groups, but they also have distinct 

needs with implications for the organisation and delivery of out-of-hours primary care. To be 

able to understand the dynamics and interactions of out-of-hours primary care for people 

with ID, research needs to include a sensitivity to organisational context, a focus on medical 

content, and an appreciation of the different concerns of stakeholders involved. 

Overall aim and research questions

This thesis aims to provide insight into the context, content, and concerns in relation to 

out-of-hours primary care for people with ID, with the overall aim of identifying opportu-

nities to improve the accessibility and quality of out-of-hours primary care for this patient 

group. More specifically, this thesis aims to: 
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1. explore the context and organisational arrangements of out-of-hours primary care 

provided within care provider services for people with ID.

2. investigate the content of out-of-hours primary care in terms of the risk of 

requesting care, level of urgency, and commonly presented health problems of 

people with ID compared with the general population.

3. gain insight into the concerns of healthcare professionals about the context and 

content of out-of-hours primary care for people with ID.

Methodological considerations

Chapters 2-5 following this introduction present the studies that addressed the above 

research questions, and Chapter 6 contains a general discussion of the thesis. Out-of-hours 

primary care for people with ID involves a heterogeneous patient group, a wide range of 

healthcare professionals, and different settings of healthcare services. Therefore, to be able 

to answer the research questions, mixed methods were applied. A combination of survey 

research, routine data research, and semi-structured interviews were used. Table 1.1 reca-

pitulates the methods, data sources, and settings per part of the thesis. In addition to using 

these mixed methods obtained from multidisciplinary sources and different settings, the 

methods in this thesis allowed for crosschecks of results between the presented studies. 

Applying all these different approaches to the same research topic increases the research 

validity by providing so-called triangulation of information [36]. 

Table 1.1 Methods, data sources, and settings

Component Chapter Methods Data source Setting

Context 2 Survey Daily care profes-

sionals, nurses, 

behavioural therapists, 

general physicians, 

GPs, ID physicians, 

policymakers, and 

researchers

ID care provider 

services

Content 3-4 Routine 

data

Administrative system GP cooperatives

Concerns 5 Semi- 

structured 

interviews

Daily care profes-

sionals, triage 

nurses, and GPs 

ID care provider 

services and GP 

cooperatives

GP = general practitioner, ID = intellectual disability 
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Research setting 

The research was conducted within the academic collaborative ‘Stronger on your own 

feet’ (Dutch: Academische Werkplaats Sterker op Eigen Benen), which consists of nine care 

provider services and the Radboud university medical centre collaborating in practice-ori-

ented research. For Chapters 3 to 5, we collaborated with the GP cooperatives in Nijmegen 

and Boxmeer. The research was funded by care provider services Daelzicht and the educa-

tional training programme for ID physicians at Erasmus Medical Centre. With representa-

tives of the academic collaborative and the two funding organisations, annual meetings 

were held to evaluate the research process, and results and established directions. 

Outline of the thesis 

The three components of the research project are briefly described below to provide an 

outline of the thesis, which is illustrated by Figure 1.1.

CONTEXT

CONTENT CONCERNS

Survey study
68 care provider services 

Chapter 2
Organisational
arrangements

Routine data study
1,448 people with ID

Chapter 3
Risk and urgency

Chapter 4
Health problems

Interview study
27 healthcare professionals

Chapter 5
Experiences and

insights

Figure 1.1 Thesis outline and chapters 

ID = intellectual disability
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Out-of-sight – Chapter 2 provides a survey study, aiming to gain insight into the organisa-

tional context and current arrangements of out-of-hours primary care for people with ID 

in the Netherlands (research question 1). This chapter focuses on 1) organisational char-

acteristics, 2) problem areas, 3) facilitators and inhibitors of out-of-hours primary care for 

people with ID. The data obtained required both quantitative and qualitative approaches to 

analysis. 

Out-of-touch – Chapters 3 and Chapter 4 report on the medical content of care in a routine 

data-based study of requests made by people with ID compared with those of the general 

population at out-of-hours GP care services. Chapter 3 presents the risk and urgency of 

the requests and Chapter 4 the commonly presented health problems. In both chapters, 

quantitative statistics were used to analyse data. 

Out-of-mind – In Chapter 5, an interview study is presented aiming to gain insight into the 

healthcare professionals’ concerns about out-of-hours care for people with ID. Daily care 

professionals, triage nurses, and GPs with hands-on experience were interviewed. Data 

were analysed and synthesised using thematic analysis. 

Finally, the main findings of the studies in Chapters 2 to 5 are discussed in Chapter 6, 

including a discussion on the findings, methodological considerations, and implications for 

practice, education, policy, and research.
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Abstract

Background Litt le is known about the organisati on of out-of-hours primary care for people 

with intellectual disabiliti es (ID), and mainstream care is not self-evidently accessible or 

fit for this group. A first step towards improvement is a greater understanding of current 

out-of-hours primary ID care.

Aims This study explores the organisati on of and experiences with out-of-hours primary 

care provided for people with ID in the Netherlands.

Methods and procedures A telephone survey amongst 68 care provider services including 

questi ons on organisati onal characteristi cs, problem areas, facilitators, and inhibitors.

Outcomes and results A multi tude of diff erent out-of-hours primary care arrangements were 

found. General practi ti oners (GPs) were involved in almost all care provider services, oft en 

in alliance with GP cooperati ves. Specialised ID physicians had diff ering roles as gatekeeper, 

primary caregiver, or consultant. Most problems during the out-of-hours arose regarding 

daily care professionals’ competences. Facilitators and inhibitors of out-of-hours primary 

care were themed around complexity of, and need for, specialised care, multi - disciplinary 

team of professionals, communicati on and informati on, and prerequisites at organisati onal 

level.

Conclusions and implicati ons Evidence on specific out-of-hours health needs of people with 

ID is needed to strengthen collaborati on between specialist ID care services and mainstream 

healthcare services to adequately provide care.
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Introduction

Out-of-hours primary care for people with intellectual disabilities (ID) concerns a vulnerable 

group in a fragile situation. Out-of-hours care is provided outside the regular opening hours 

of daytime primary care practices and typically has a more urgent and ad-hoc character 

[1]. Appropriate out-of-hours primary care for people with ID is important for their health, 

safety, and access to hospital care. However, little is known about the current provision 

of out-of-hours primary care to this group, and a plea has been made for high quality 

health-services research [2].

In general, healthcare for people with ID is challenging. Firstly, compared to the general 

population, people with ID have greater health needs and disparities, and they experience 

barriers when seeking access to healthcare services, acute or otherwise [3-6]. Secondly, 

general practitioners (GPs) experience challenges in relation to communicating with people 

with ID and to knowledge about special health needs [7-9]. Thirdly, mainstream health 

systems often lack the required knowledge, experience, and accessibility to provide quality 

healthcare for people with ID [10]. These issues pose potential risks to good quality out-of-

hours ID care and demonstrate the necessity to evaluate its current state.

In the Netherlands, mainstream out-of-hours primary care is not self-evidently accessible 

or fit for people with ID. Many different actors are involved in Dutch out-of-hours primary 

care. Table 2.1 provides a quick overview of these actors. For the general population, out-of-

hours primary care is provided by GP cooperatives: regional large-scale care organisations 

where GPs are supported by additional staff. Evaluation of these cooperatives shows they 

are accessible, efficient, safe, well-organised, and of high quality [1]. People with ID living in 

residential settings or community houses receive primary care facilitated by specialised care 

provider services, where either GPs or ID physicians provide primary care during office hours. 

This depends on the care provider services’ vision on medical care and on their collabora-

tion with local healthcare services like GP practices and cooperatives. As a result, each care 

provider service has its own out-of-hours arrangements with GPs, specialised ID physicians, 

and additional staff like residential nurse gatekeepers who manage access to further care.

There is little insight into the organisation and efficacy of out-of-hours primary care for 

people with ID in residential setting. Furthermore, experiences suggest that out-of-hours 

primary care within care provider services in the Netherlands is sometimes of poor quality 

and constrained by financial restrains. A greater understanding of current out-of-hours 

primary ID care will provide insight into opportunities for improvement. The aim of this 

study is to explore the out-of-hours primary care provided by care provider services for 



2

 ORGANISATIONAL ARRANGEMENTS

25

people with ID in terms of organisational characteristics, problem areas, facilitators, and 

inhibitors.

Methods

This study employed an explorative telephone survey among Dutch care provider services 

for people with ID, focusing on their provision of out-of-hours primary care.

Table 2.1 Key professions and organisation in Dutch out-of-hours care for people with ID

GP

Provides the first contact for a person with a health concern and the 
treatment of varied medical conditions, not limited by diagnosis, 
cause, or organ system, and serves as a gatekeeper to secondary 
hospital care.

GP cooperative

Regional large-scale non-profit organisation of out-of-hours primary 
care where GPs are supported by nurses, management staff, and 
chauffeurs, and take turns being on duty for the patient population of 
all participating GPs.

ID physician
Medical specialist, unique to the Netherlands, who is trained post-
graduate to provide medical care for people with ID and commonly is 
employed by care provider services.

Care provider 

service

Non-profit organisation providing both residential and community 
living arrangements for people with ID. Arrangements can be contin-
uous or with visiting support of multidisciplinary nature, including 
daily care professionals, nurses, management staff, behavioural thera-
pists and ID physicians.

Behavioural 

therapist
Therapist with an academic degree in pedagogy sciences or psychology 
employed by care provider services.

Nurse gatekeeper
Vocational nurse trained at Community College or registered nurse 
trained at University of Professional Education, who serves as a gate-
keeper employed by care provider services.

Daily care 

professional

Support staff trained in assistant nursing or pedagogic at vocational 
education in Community College and employed by care provider 
services. Tasks include assisting people with ID in personal, daily, and 
social care and home health aides.

Management
Management of teams of daily care professionals, medical staff (e.g., 
physician, behavioural therapist, nurse and daily care professional), 
and finances employed by care provider services.

GP = general practitioner, ID = intellectual disability 
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Recruitment and respondents

Databases of the Dutch association of care provider services (VGN) and the Dutch asso-

ciation of ID physicians (NVAVG) were used to identify care provider services across the 

Netherlands. Their executive boards received a written invitation to participate and were 

asked to identify a respondent who was best informed about the out-of-hours arrange-

ments and involved in practice. These were often ID physicians. From October 2013 to May 

2014, 96 of the 120 identified services were contacted by telephone. Of these, 22 were not 

included because they were not accountable for provision of out-of-hours primary care to 

their residents, consequently 74 were eligible. Two were excluded because respondents 

were unable to provide the desired information, and four refused to participate because of 

time constraints or lack of interest. Resulting in a total of 68 (92%) care provider services for 

people with ID participating in this study.

Procedure and questionnaire

A telephone survey was chosen over a postal or electronic survey to maximise the response 

rate and to minimise measurement bias [11]. Surveys were conducted by the first author 

and two trained research assistants. During the telephone interviews, answers were entered 

into the online survey application LimeSurvey by the interviewer. Answers to the open-

ended question were summarised and read back to the respondents after entry to allow 

a member-check. With the respondents’ permission, the phone calls were audio-recorded 

for future reference and validation. The telephone calls took 34 minutes on average (range 

17–60 min).

The questionnaire was based on: (1) a survey previously used in general out-of-hours 

research [12], (2) literature on out-of-hours primary care in the general population and 

healthcare for people with ID in general, and (3) interviews with key stakeholders (i.e., poli-

cymakers, ID physicians, nurses, GPs involved in GP cooperatives, and researchers on out-of-

hours primary care). The key stakeholders reflected on a selection of topics and provided 

feedback on the construction of the questions and the answer categories.
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The first 20 surveys were used as a pilot to test the clarity of the questions and the suitability 

of the answer categories. This resulted in minor changes in construction, wording, and clar-

ification of terminology. Data from the pilot were included in the final analysis. The final 

questionnaire included the topics presented in Appendix A and contained a combination of 

nine multiple choice and open-ended questions on organisational characteristics, a ranking 

of 17 problem areas on elements of quality of care, and two open-ended questions on facil-

itators and inhibitors.

The Ethical Research Committee of the Radboud university medical center was consulted 

and concluded that this study does not fall within the remit of the Dutch Medical Research 

Involving Human Subjects Act [Wet Mensgebonden Onderzoek] (file number 2015-1967).

Analysis

Organisational characteristics were analysed by descriptive statistics, and open-ended ques-

tions were quantified through grouping of concepts. The provision of out-of-hours primary 

care was characterised by means of organisational elements − hereafter called arrange-

ments − that could overlap. The arrangements comprised the analysis of six questions with 

dichotomous options (yes/no): (1) nurse gatekeeper employed by a care provider service, 

(2) GP cooperative, (3) ID physician as primary caregiver, (4) ID physician consultation 

service for GP cooperative, (5) external GP care, and (6) ID physician as gatekeeper for the 

GP cooperative.

Problem areas were scored on a 5-point scale, ranging from no problem (1) to a major 

problem (5). We categorised the scores 2–5 as problematic, with scores 4–5 as highly prob-

lematic. The problem areas were assorted using means, because it is common practice to 

assume that Likert-type categories constitute interval-level measurement [13]. 

The effect of the arrangements on the scores on the problem areas were tested with Mann-

Whitney U (IBM SPSS version 20) due to the presumed non-normal distribution. We tested 

only the arrangements that were found to be distinctive. A p value of 0.05 was considered 

statistically significant. 

We analysed the open-ended questions on facilitators and inhibitors by means of thematic 

qualitative analysis. Data were independently coded by two trained researchers (MH and 

TF) in ATLAS.ti 7 (Scientific Software Development). Codes were discussed until consensus 

was reached and grouped into themes.
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Results

Organisational characteristics

Of the total of 68 respondents, 35 (51%) were physicians, of whom 29 were specialised ID 

physicians (43%), two GPs (3%), two general medical physicians (3%) and two physicians in 

a consultant role (3%). Twenty-six respondents (38%) were in a management position, five 

were nurses (7%), and two were behavioural therapists (3%). Participating care provider 

services provided out-of-hours primary care to a range of 50–7,000 people with ID. Thirty 

care provider services (44%) provided out-of-hours primary care for other than their own 

residents; for example: people with ID in their visiting disability support services or residents 

of other care provider services for people with ID, and elderly people in nursing homes.

Table 2.2 Arrangements of out-of-hours primary ID care within care provider services (n=68)

 n (%)

GP cooperative 52 (77)

for all residents 41 (79)

for some residents 11 (21)

Residential nurse gatekeeper 32 (47)

ID physician as primary caregiver 21 (31)

ID physician consultation service for GP cooperative 21 (31)

for residents 13 (62)

for total region 8 (38)

Contracted external GP care 13 (19)

ID physicians as gatekeeper for GP cooperative 3 (4)

GP = general practitioner, ID = intellectual disability 
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Process of out-of-hours primary care

The initial triage, the determination of urgency of healthcare needs, was performed by GP 

cooperatives (n=37, 54%), residential nurses (n=33, 49%), and residential physicians (n=11, 

16%). We identified four specific care procedures that were different from procedures in use 

for plain medical health problems, and included for example a direct line to a behavioural 

therapist, ID physician, or neurologist. Specific care procedures existed for: (1) those with 

challenging behaviour in 31 care provider services (46%), (2) problems which comply with 

the Dutch Psychiatric Hospitals Act in 23 (34%), (3) epilepsy in 13 (19%), and (4) medication 

errors in seven (10%). At twenty care provider services (29%) home visits during out-of-

hours were routinely made. Of the remaining 48 care provider services where home visits 

were not routinely made, 11 (23%) indicated to experience problems with logistics and 

accessibility of primary care.

Thirty-seven care provider services (54%) stated that they were currently considering 

changes in their out-of-hours care, including contracting a GP cooperative or providing an 

ID physician consultation service for GP cooperatives. Sixty-two care provider services (91%) 

had written documentation on out-of-hours care procedures, such as contracts with GP 

cooperatives and procedural guidelines on out-of-hours care.

Arrangements

A myriad of professionals, medical and non-medical, were involved in out-of-hours primary 

care including: residential nurse gatekeepers in 32 care provider services (47%); GPs in 67 

care provider services (99%), of which 52 were involved via a contracted GP cooperative; and 

44 care provider services (65%) employed ID physicians, of whom 29 provided out-of-hours 

care. The ID physicians’ roles in out-of-hours care ranged from acting as primary caregiver 

to consultant and gatekeeper. Non-medical professionals involved in out-of-hours primary 

care included managers (n=60, 88%), receptionists (n=6, 9%), daily care professionals (n=66, 

97%), and behavioural therapists (n=37, 54%).
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Table 2.2 shows the arrangements based on organisational elements in order of frequency 

of use. The most frequently used arrangements were: GP cooperative, residential nurse 

gatekeeper, ID physician as primary caregiver, and ID physician consultation service for GP 

cooperatives. The results showed that there were 21 different combinations of concurrent 

arrangements varying from zero (n=1, 1%) to five (n=1; 1%) different actors per care provider 

service. GP cooperatives were involved in 52 care provider services (77%), of which 79% 

provided care to all residents of the care provider service. Twenty-one care provider services 

(31%) provided an out-of-hours ID physician consultation service to GP cooperatives. In 

eight of those care provider services, the consultation service extended beyond their own 

residents to all people with ID in the region.

Problem areas

Table 2.3 presents the 17 problem areas in order of frequency, with the three most problem-

atic areas being: competence of daily care professionals (84%), health information exchange 

(77%), and GPs’ competence in ID care (72%). The top three areas which scored as highly 

problematic were: competence of daily care professionals (24%), workload of residential 

physicians (19%), and access to medical records (16%).

Table 2.4 presents the significant differences in problem areas between the arrangements in 

out-of-hours primary care. Regarding contact with GP cooperatives, care provider services 

with a residential nurse gatekeeper or ID physician as primary caregiver showed significantly 

more problems (p=0.016 and 0.013, respectively), whereas care provider services that work 

with a GP cooperative show significantly fewer problems (p=0.004). Care provider services 

with a GP cooperative showed significantly fewer problems with telephone accessibility and 

response time of physicians (p=0.012 and 0.036, respectively). Care provider services with 

an ID physician as primary caregiver showed significantly more problems with the compe-

tence of ID physicians (p=0.032).
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Table 2.3 Problem areas in out-of-hours ID care within care provider services

 n Mean Problematic  
n (%)

Highly problematic  
n (%)

Competence of daily 

care professionals
68 2.69 57 (84) 16 (24)

Health information exchange 66 2.36 51 (77) 7 (11)

Competence of GPs in ID care 58 2.24 42 (72) 8 (14)

Workload of residen-

tial physicians
32 2.16 22 (69) 6 (19)

Access to medical records 61 2.15 33 (54) 10 (16)

Satisfaction of daily 

care professionals
67 2.01 45 (67) 1 (1)

Contact with GP cooperative 50 2.00 30 (60) 5 (10)

Efficiency 65 1.97 38 (58) 5 (8)

Response time physicians 58 1.93 32 (55) 5 (9)

Improper use of care 68 1.87 39 (57) 4 (6)

Triage 65 1.86 34 (52) 4 (6)

Contact with hospital 60 1.85 31 (52) 7 (12)

Clarity of process to daily 

care professionals 
68 1.66 32 (47) 4 (6)

Contact with pharmacy 62 1.65 28 (45) 3 (5)

Competence of ID physicians 37 1.62 18 (49) 1 (3)

Response time resi-

dential nurses
36 1.39 11 (31) 0

Telephone accessibility 67 1.36 18 (27) 1 (1)

Problematic defined as 2–5 and highly problematic as 4–5 on a scale ranging from no problem 

(1) to a major problem (5).

GP = general practitioner, ID = intellectual disability 
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Facilitators and inhibitors

Qualitative analysis of facilitators and inhibitors of out-of-hours care within care provider 

services for people with ID resulted in four main themes. The first theme addressed the 

complexity of, and the need for, specialised care for people with ID. Restriction to more 

homogeneous groups (e.g., restriction to only the subgroup of people with mild ID) was 

considered a facilitator, whereas the absence of specialised knowledge on care for people 

with ID was seen as an inhibitor.

The second theme concerned the multidisciplinary nature of the team of healthcare profes-

sionals. Competent, motivated, approachable, and accessible professionals who cooperate 

with other disciplines were seen as facilitators. Inhibitors mainly included the lack of experi-

ence of the GP cooperatives with, and attitude towards, people with ID.

The third theme related to communication and information. Facilitators of this theme were 

collaboration, adequate (health) information exchange, and a clear care procedure. The 

inhibitors were the opposite of these facilitators: the absence of information exchange and 

communication between healthcare professionals, person with ID, and family.

The fourth theme focused on prerequisites at organisational level. Adequate human resource 

management, continuity of care, and telephone accessibility were considered facilitators. 

In addition, the use of public healthcare services such as GP care and community health 

services was seen as facilitating. In contrast, suboptimal human resource management, 

decentralised and poorly incorporated locations, and imbalance in cost-effectiveness were 

seen as inhibitors.
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Discussion

This study aimed to explore current out-of-hours primary care for people with ID offered 

by care provider services, and explored facilitators and inhibitors in the Netherlands. 

Noticeably, there was a large variety in the way out-of-hours primary care was provided, 

and the problem areas experienced differed between arrangements. GPs were involved in 

the out-of-hours primary care in almost all cases, often in alliance with a GP cooperative 

contracted to provide primary care to some or all residents. Involvement of specialised ID 

physicians was overall found to be facilitating, although their role within the out-of-hours 

care differed. Out-of-hours primary care differs from daytime primary care and asks for 

special competencies [1], which in case of out-of-hours ID care were problematic for both 

ID physician and GP. Results showed that non-medical staff members were often involved in 

out-of-hours primary care. The competence of daily care professionals and the exchange of 

health information in out-of-hours primary care were found to be problematic; this is in line 

with previous findings from a study exploring barriers in the provision of GP care [8, 9]. The 

training of daily care professionals might not provide them with the medical background to 

adequately take responsibility and assist in the health information exchange between the 

people they support and medical staff.

Implications/future research

This study responds to the plea for more high quality health-services research for people 

with ID. The complex care and needs of people with ID require flexible approaches with 

regard to care provision and combined expertise in multidisciplinary collaboration networks. 

It is important in these networks to establish close partnerships between specialist, primary, 

and public healthcare services; such as frequent consultation of each other’s expertise and 

personal contact between GPs at the cooperatives and ID physicians. However, our findings 

revealed poor contact between the care provider services and GP cooperatives; this supports 

previous research indicating inefficient connection between different medical professions 

in primary ID care [14]. Collaboration between specialist, primary, and public healthcare 

services is essential for developing care that is responsive and effective in tailoring care to 

meet the needs of people with ID [15]. Evidence based models on sustainably establishing 

these collaboration networks is needed.
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Competencies of daily care professionals, GPs and specialised ID physicians were found to 

lack in supporting and providing out-of-hours primary care to people with ID: daily care 

professionals lack qualification and training on health supporting skills, GPs lack specific 

knowledge on ID and ID physicians lack knowledge on emergency care. To know what 

competencies are needed and to get all expertise adequately tuned in to providing good 

quality out-of-hours care to people with ID, a more in-depth understanding of their health 

needs in out-of-hours care is necessary.

Strengths and limitations

To our knowledge, this is the first study on out-of-hours primary care for people with ID. 

Therefore, the questionnaire was specially developed as described in the method section, 

and consequently topics that could be relevant in an international setting may have been 

missed. Participating care provider services ranged from small (n=50) to large (n=7,000), 

thereby accounting for different experiences and arrangements in out-of-hours care. More 

than half of these care provider services planned to change their out-of-hours care provi-

sion. This implies dissatisfaction with current arrangements and makes this study a timely 

contribution to the knowledge on this topic.

The profession of specialised ID physicians is unique to the Netherlands, making this study 

hard to generalise beyond the Dutch setting. However, it provides expert opinion and rich 

insights on the topic, and, as an additional strength of our study, respondents represented 

views from different professions within care provider services. Thereby it provides input for 

discussion on out-of-hours primary care in other countries as well. The focus of this study 

was narrowed down to specialist care provider services. Future research addressing the 

experiences of GP cooperatives could provide additional insights on challenges in out-of-

hours primary care for people with ID.

Conclusions

Specific out-of-hours health needs of people with ID require more attention in order to 

adequately provide care for this group. Out-of-hours primary care is important for health, 

safety, and appropriate access to hospital care. This study suggests that healthcare profes-

sionals need to cooperate to combine expertise in collaboration networks to be able to 

provide quality out-of-hours care for people with ID. 
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Appendix 2.1 Questionnaire topics and questions  

Topics  Question

Organisational 
characteristics

1 Profession of respondent (open-ended question)

2 Size of care provider service (open-ended question)

3 Professionals involved (multiple choice)

4 Arrangements (multiple choice): (1) nurse gate keeper, (2) GP 
cooperative, (3) ID physician as primary caregiver, (4) ID physician 
consultation service for GP cooperative, (5) external GP care, 
and (6) ID physician as gate keeper for the GP cooperative

5 Triage* (multiple choice)

6 Deviating care pathway (multiple choice): (1) behav-
ioural problems, (2) Dutch Psychiatric Hospitals Act, 
(3) epilepsy, and (4) intake of medication

7 Logistics and accessibility to care (multiple choice)

8 Planned changes (open-ended question)

9 Policy documents (open-ended question)

Problem areas

1 Competence of daily care professionals (5-point scale)

2 Improper use (5-point scale)

3 Clarity for daily care professionals (5-point scale)

4 Satisfaction of daily care professionals (5-point scale)

5 Health information exchange (5-point scale)

6 Telephone accessibility (5-point scale)

7 Triage* (5-point scale)

8 Access medical records (5-point scale)

9 Competence of GPs in ID care(5-point scale)

10 Competence of ID physicians (5-point scale)

11 Workload physicians (5-point scale)

12 Efficiency (5-point scale)

13 Response time physicians (5-point scale)

14 Response time nurses (5-point scale)

15 Contact with GP cooperative (5-point scale)

16 Contact with hospital (5-point scale)

17 Contact with pharmacy (5-point scale)

Best practices
1 Facilitators (open-ended question)

2 Inhibitors (open-ended question)

*The sorting out and classification of patients or casualties to determine priority of need and 

proper place of treatment.

GP = general practitioner, ID = intellectual disability 
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Abstract

Objecti ves To investi gate whether people with intellectual disabiliti es (ID) in residenti al 

setti  ng were more likely than people from the general populati on to request out-of-hours 

general practi ti oner (GP) care and whether these requests had a similar level of urgency.

Design Cross-secti onal routi ne data-based study.

Setti  ng Two GP cooperati ves providing out-of-hours primary care in an area in the Nether-

lands.

Populati on 432,582 persons living in the out-of-hours service areas, of which 1,448 could be 

identi fi ed as having an ID.

Main outcome measures GP cooperati ve records of all contacts in 2014 for people with and 

without ID were used to calculate the relati ve risk of requesti ng care and the associated 

level of urgency.

Results Of the people with ID (448/1,448), 30.9% requested out-of-hours GP care, whereas 

for the general populati on this was 18.4% (79,206/431,134), resulti ng in a relati ve risk of 1.7 

(95% CI 1.6 to 1.8). We found a diff erent distributi on of urgency level for people with and 

without ID. Generally, requests for people with ID were rated as less urgent.

Conclusion People with ID in residenti al setti  ng were more likely to request out-of-hours 

GP care than the general populati on. The distributi on of the urgency  level of requests 

diff ered between the two groups. The high percentage of demands relati ng to people with 

ID requesti ng counselling and advice suggests that some out-of-hours GP care may be avoid-

able. However, more insight is needed into the nature of out-of-hours primary care requests 

of people with ID to direct structural and reasonable adjustments towards the improvement 

of health informati on exchange in and around-the-clock access to primary care for people 

with ID.
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Introduction

Many challenges persist in the provision of primary care for people with intellectual disabili-

ties (ID) during daytime as well as out-of-hours [1, 2]. As a result, equity in healthcare access 

as defined in the United Nations’ Convention on the Rights of People with Disabilities is 

at stake [3-5]. The confidential inquiry into the premature deaths of people with ID in the 

UK reported an elevated mortality and indicated that a better quality of healthcare for 

people with ID could reduce excess mortality [6]. This reinforced the need for routinely 

available data to provide evidence on, and monitoring of, health inequities of people with 

ID [7, 8]. In primary care, lots of data are generated routinely [9]. Most studies on primary 

care for people with ID focused on daytime care, indicating that people with ID have higher 

healthcare demands [4, 10] and different health needs than the general population [11]. 

The demand of people with ID for out-of-hours GP care, however, is unknown.

Out-of-hours primary care is provided outside physicians’ regular practice schedule and 

can lower costs by reducing avoidable and expensive emergency department visits [12]. In 

Western countries, out-of-hours primary care is organised in several forms and is increas-

ingly provided in large-scale GP-based organisational models with integrated care [13, 14]. 

The Dutch model of GP cooperatives is an example of a regional large-scale out-of-hours 

organisation where GPs are supported by additional personnel like nurses and chauffeurs 

[15]. Out-of-hours GP care is typically targeted at health issues that cannot wait until the 

next working day, thus having an urgent and ad hoc character [13]. Furthermore, out-of-

hours primary care is the gatekeeper to out-of-hours hospital care, which in addition is 

internationally of growing research interest with high found overall hospitalisation rates 

and associated costs [16-20]. GP cooperative care for people with ID in residential setting is 

an untapped area and forms an important link in their health and safety. One might expect 

the out-of-hours GP care for people with ID to be similar to that for people in the general 

population: care in response to requests characterised by an urgent character.

This study aims to compares out-of-hours GP care for people with ID in residential setting 

with out-of-hours GP care for the general population, based on routine data. The objective 

of this study is to investigate whether people with ID in residential setting are as likely as 

people from the general population to request out-of-hours general practitioner care and 

whether the requests are similar with respect to their level of urgency.
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Methods

Design and setting

This population-based cross-sectional study used routine data for the full year of 2014 of 

two out-of-hours GP cooperatives, serving 432,582 persons living in the service areas of 

Nijmegen and Boxmeer in the Netherlands. The Dutch model of GP cooperatives is in place 

since the year 2000, and evaluation of these cooperatives show they are accessible, effi-

cient, safe, well-organised and of high quality [13]. Depending on their residential status 

and the local out-of-hours care arrangements, people with ID in the Netherlands either 

receive out-of-hours primary care from GP cooperatives or from care provider services, the 

latter involves different actors such as specialised ID physicians, nurse gatekeepers and GPs 

[21]. In the area under study, out-of-hours primary care for all persons with or without ID is 

exclusively and routinely provided by the GP cooperatives.

Study population

In total, 1,448 people with ID were identified based on addresses available for both residen-

tial and community living arrangements derived from all care provider services for people 

with ID in the out-of-hours service areas of the GP cooperatives of Nijmegen en Boxmeer, 

the Netherlands. The study population lived at community housing or residential campuses 

of long-term care provision, where they receive continuous or visiting 24 hours support. 

Table 3.1 Urgency levels of the National Triage System of the Dutch College of General  

Practitioners [22]

1 - Life threatening Immediate action required, the vital functions are threatened or 
delaying treatment will cause serious and irreparable damage to 
the patient’s health.

2 - Acute Vital functions are not (yet) in danger, but there is a fair chance 
that the patient’s condition will soon deteriorate or delaying 
treatment will cause serious and irreparable damage to the 
patient’s health. Take action as soon as possible.

3 - Urgent Do not postpone too long. Treat within a few hours because of 
medical- or humane reasons. 

4 - Routine There is no pressure resulting from medical- or other grounds. 
Time and place of treatment should be discussed with the 
patient.

5 - Counseling and advice A physical examination can wait till the next day.
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Measurements

The administration system with the routine data of the GP cooperatives was queried for 

all contacts on weekdays between 17:00 and 08:00 and during weekends and holidays. 

The administration system contained all individuals who made one or more request(s) for 

out-of-hours primary care. The degree of urgency of every request was rated on a 5-point 

scale (Table 3.1) by telephone nurses conform the validated classification method: National 

Triage System of the Dutch College of General Practitioners [22]. 

Statistical methods 

The number of people for whom requests for out-of-hours GP care were made was used 

to estimate the relative risk (RR) with 95% CI [23]. The 95% CIs for proportions per urgency 

level were calculated using the score method with continuity correction while this is more 

informative than a point estimate [24]. Contacts for which the level of urgency was missing 

(n=9) were excluded.

Results

About a third (30.9%) of the people with ID (448/1,448) requested out-of-hours GP care 

compared with 18.4% (79,206/431,134) in the general population (RR 1.7; 95% CI 1.6 to 

1.8), making people with ID more likely to request out-of-hours GP care compared with the 

general population. The sex and age distribution of people with ID and the general popula-

tion who requested out-of-hours GP care differed with more males in the ID group and less 

minors and elderly (Table 3.2).
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Table 3.2 Sex and age distribution of people with ID and the general population who 

requested out-of-hour GP care 

People with  
(n=448)

People from the remaining 
 general population 

(n=79,206)

n % n %

Sex

Female 204 45.5 42,099 53.2

Male 244 54.5 37,107 46.8

Age category

0–19 70 15.6 22,989 29.0

20–39 171 38.2 19,331 24.4

40–59 119 26.6 17,766 22.4

60–79 80 17.9 13,404 16.9

≥80 8 1.8 5,716 7.2

GP = general practitioner, ID = intellectual disability 

Requests relating to people with ID were rated as less urgent than requests relating to the 

general population. The different distribution of urgency level entailed more than 60% of 

requests made by people with ID categorised as counselling and advice and did not reflect 

on life threatening requests (Table 3.3).

Table 3.3 Level of urgency of out-of-hour GP care demands for people with ID and the general 

population

Demands related to 448 out 
of 1,448 people with ID

Demands related to 79,206 
out of 431,134 from the 
remaining general population

n % (CI) n % (CI)

Overall demands 1,318 125,439

Urgency
Life-threatening 27 2.0 (1.4-3.0) 3,332 2.7 (2.6-2.7)

Acute 120 9.1 (7.6-10.8) 16,090 12.8 (12.6-13.0)

Urgent 286 21.7 (19.5-24.0) 42,729 34.1 (33.8-34.3)

Routine 90 6.8 (5.6-8.4) 19,432 15.5 (15.3-15.7)

Counseling and advice 795 60.3 (57.6-63.0) 43,856 35.0 (34.7-35.2)

GP = general practitioner, ID = intellectual disability   
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Discussion

People with ID in residential setting were more likely to request out-of-hours GP care 

compared with the general population. This aligns with the higher health requirements of 

people with ID in daytime GP care [4, 10]. Requests of people with ID in residential setting 

were more often classified at the lowest level of urgency, requesting counselling and advice.

For this first study on out-of-hours primary care requests of people with ID living in residen-

tial setting, all care provider services in the out-of-hours service area provided address data 

to enable the identification in the routine data system. Consequently, children and adults 

with ID who live in other housing arrangements, for example, with relatives or with outreach 

disability support, have been falsely categorised as members of the general population 

which would be expected to have influenced the pattern of requested care. Literature on ID 

study populations demonstrate prevalence of 0.6-0.7% [16, 25]. In this study, a prevalence of 

0.3% (1,448/432,582) was found. This misclassification may have had a minor impact in the 

direction of overestimation of the out-of-hours care for the general population compared 

with the ID group. Results are generalisable to people with ID living at care provider services 

for people with ID.

A structural limitation in health and healthcare services research is the absence of regis-

tration of ID in databases and the absence of national baseline information on the health 

of people with ID [26]. Equality and equity of access to healthcare [3, 5], means that there 

ought to be adequate information about the health of, and healthcare for, people with 

and without ID. Research using routine data and administration databases is generally less 

demanding, has fewer ethical constraints and is less costly and time consuming than most 

other types of research. Routine data research has the potential to both provide insight and 

drive quality improvement [27]. Currently, routine data research does not benefit people 

with ID to its full potential. In addition, meaningful collaboration with people with ID in 

conducting routine date research could further improve its quality, though methods to do so 

are yet to be specified [28]. This study confirms, in yet another national context, the impor-

tance of questions about knowledge on, and awareness of, care being offered to people 

with ID, as raised by Lennox et al, Heslop et al and McCallion and McCarron [1, 6, 8].
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People with ID were more likely than those without to request out-of-hours primary care, 

which suggests that they use healthcare services differently. Accessibility of daytime primary 

care, which is commonly used in less urgent situations, could play a role in this. The National 

Triage System is developed based on the general population. It’s (lack of) sensitivity to the 

specific health needs, different presentations and predictors of early morbidity in people 

with ID needs to be reviewed in this, as it could potentially influence healthcare access. 

Addressing challenges in the interface between daytime and out-of-hours may improve 

access to around-the-clock primary care by providing better information on self-care and 

when to seek help [9].

The high percentage of counselling and advice requests suggests that some out-of-hours GP 

care may be avoidable. While the ID group has been selected from residential care provider 

services, their carers were most likely the ones making the requests. People with ID and 

their carers may more frequently request out-of-hours GP care because they feel uncertain 

when facing health problems [9]. These uncertainties may be adding to difficulties in the 

exchange of health information between carers and GPs and GP practices not being fit to the 

consultation and communication needs of people with ID [29, 30]. Good practice depends 

on the knowledge, and flexibility of individual carers and healthcare professionals, which 

has been shown to lead to reasonable adjustments being initiated random throughout 

organizations [31]. More insight into the nature of out-of-hours primary care requests will 

help to appoint reasonable adjustments that are structural to address avoidable care, make 

out-of-hours primary care better accessible and effectively manage needs of people with ID 

at GP cooperatives.

Differences in care requests and healthcare needs of people with ID in residential setting 

and the general population are present in out-of-hours GP care. This stresses the need for 

directing interventions towards improvement of health information exchange and more 

attention for the interface between in-hours and out-of-hours care. In addition, challenges 

in around-the-clock access to primary care for persons with ID in residential setting need to 

be addressed. Further steps have to be made regarding safety of primary care to get insight 

into why out-of-hours care is requested and to help understand factors related to the large 

numbers of out-of-hours primary care requests made concerning people with ID.
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Abstract

Background Litt le is known about the health needs of people with intellectual disabiliti es 

who access out-of-hours primary care services, raising concerns about accessibility and 

quality of care for this group. This study aims to identi fy commonly presented health prob-

lems of people with intellectual disabiliti es in this specifi c setti  ng compared with the general 

populati on.

Method Cross-secti onal study with routi ne data at two out-of-hours cooperati ves with 

a total of 41,166 persons aged 20–65 requesti ng out-of-hours primary care in 2014, of which 

315 persons were identi fi ed as having an intellectual disability.

Results Having an intellectual disability was associated with a higher probability of presenti ng 

with epilepsy (OR 45.65) and concerns about, and adverse eff ects of, medical treatment (OR 

23.37, and 8.41, respecti vely).

Conclusions Given the high rates of epilepsy and medicati on-related concerns of people 

with intellectual disabiliti es, this study suggests that these issues require special att enti on 

to improve the accessibility and quality of out-of-hours primary care.
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Introduction

Recently, studies provide mounting evidence with regard to the high rates of multi-mor-

bidity, potentially avoidable deaths and short life expectancies of people with intellectual 

disabilities (ID) [1-6]. Mortality patterns differ from the general population with some 

conditions such as epilepsy and mental illness being more common and others such as 

cardio vascular conditions and cancer less common [7, 8]. Additionally, in the ID population, 

substantial additional unmet health needs are found [9] when compared to the general 

population and people with ID are hospitalized more often for conditions that should be 

treatable in primary care [10-12]. As primary care appears to be particularly important for 

this vulnerable population, concerns are raised about the accessibility and quality of health-

care, including out-of-hours primary care [7, 13-17]. Literature addressing healthcare for 

people with ID indicates that either the care for this patient group is approached as largely 

similar to the general population or as care that is highly specialised and very different from 

the general population [18]. A comparison of out-of-hours primary care service use between 

people with ID and the general population can provide insights into relevant differences.

As people with ID increasingly live in community settings, they use community-based 

healthcare services such as GP care and out-of-hours care [19, 20]. Out-of-hours care for 

people with ID is an important topic in improving healthcare for multiple reasons as it 

concerns a more urgent and ad hoc care settings, requiring collaboration between different 

disciplines. Internationally, people with ID use mainstream acute care services without any 

adjustments being made to fit their needs [21-25]. 

In the Netherlands, out-of-hours primary care is the gateway to medical care outside of 

office hours and is provided by general practitioner (GP) cooperatives, available from 5 p.m. 

to 8 a.m. on weekdays and at the weekend, and intended for requests that cannot wait until 

the next workday [26]. Box 1 lists important features of these GP cooperatives. Out-of-hours 

primary care for people with ID in the Netherlands is less structured as it often involves chal-

lenging collaboration between specialist care provider services and GP cooperatives [27]. 

People with ID present with high request rates in this setting while GPs often lack knowledge 

and experience with the specific needs of this population [27, 28]. These additional needs 

come on top of the already high workload at the out-of-hours GP care [26, 29]. It is therefore 

crucial to get insight into differences and similarities with regard to needs and presenta-

tion of health problems of people with ID compared to the general population. This is the 

first study on out-of-hours primary care needs of people with ID. By conducting a popula-

tion-based study utilising routine health records, this study contributes to the knowledge 
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base necessary to increase access and quality of out-of-hours primary care for people with 

ID. This knowledge can contribute to the training of health professionals and be used to 

better inform work processes at GP cooperatives. This study answers the following question: 

What are the health problems for which people with ID utilise out-of-hours primary care and 

do these differ from those of the general population?

Box 4.1 Features of GP cooperatives in the Netherlands and specific to Nijmegen-Boxmeer*

Out-of-hours is from 5 p.m. to 8 a.m. daily and the entire weekend

More than 130 GP cooperatives serve more than 90% of the Dutch population

GP cooperatives are usually situated near a hospital

GP cooperative`s service area`s includes 100,000 to 500,000 patients within a maximum 
distances of 30 km

In a GP cooperative a pool of 50-250 GPs take shifts of 6-8 h, with a mean 4 h per week. 
Per-shift GPs have different roles doing home visits, center consultations, and telephone 
triage supervision

Patients can choose to either contact the GP cooperative or the hospital emergency depart-
ment, although the preferred route is the GP cooperative

GP cooperatives are accessible through a single, regional telephone number

Telephone triage is conducted by nurses who are supervised by GPs 

Telephone triage nurses assess the urgency of the patient’s health problem and make a deci-
sion about the appropriate action to be taken like telephone advice, center consultation, or 
home visit.

International Classification of Primary Care (ICPC) coding is routinely performed

Electronic patient files are available and sometimes connection with the electronic medical 
record in the GP daily practice

The GP cooperatives Nijmegen and Boxmeer provides out-of-hours primary care to 432,582 
people, and includes a university town and surrounding smaller municipalities. The area is 
mixed in demographics and social-economic terms with no specific deprived regions. 

* Box is adapted from Giesen et al. [26]

GP = general practitioner
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Method

Design and setting

A population-based cross-sectional study was conducted using routine data of 2014, based 

on a population of 432,582 persons in the service areas of two out-of-hours primary care 

cooperatives, Nijmegen and Boxmeer, the Netherlands. Additional information on these GP 

cooperative is provided in Box 1. In the out-of-hours service areas, 1,448 people with ID 

were identified, based on addresses available from healthcare organisations providing both 

long-term community-based and residential care for people with ID. Minors and elderly 

people with ID, regularly living within different arrangements, were not sufficiently identifi-

able using address information, which restricted our study to ages 20–65 years. The regional 

ethics committee concluded that this research based on non-person identifiable registry 

data did not require approval from a regional/national ethics committee (2014/054).

Data

From the electronic administration system of the GP cooperatives, all types of out-of-hours 

requests were extracted for people with and without ID. Extracted data concerned cases 

with a case being a single request to the GP cooperative. The data were restructured in a file 

where all cases concerning one individual were grouped and identified by an anonymous 

identifying number. Data extracted consisted of sex, age (in 15-year age categories), pres-

ence of ID based on care providers addresses as described above, number of requests and 

health problems routinely coded at the GP cooperative in the International Classification of 

Primary Care (ICPC-1) format [30].

Analyses

The data were analysed using IBM SPSS Statistics 22. The research question is answered in 

three parts. Firstly, to identify the commonly recorded health problems for the ID group, the 

crude prevalence (portion of group members that made one or more requests concerning 

a particular health problem) was calculated. The health problems presented were restricted 

to the ten most commonly recorded as the numbers are highest and therefore the least 

susceptible for chance variation. To provide a comparison to the general population, 

the latter’s ten most commonly recorded health problems were similarly calculated (see 

Table 4.3). Secondly, to assess differences in presentation, odds ratios (ORs) with 95% CI 
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were computed to estimate associations between the factor of (not) having an ID and 

presenting with a particular health problem [31]. An OR represents the odds of people 

with ID presenting with a particular health problem compared to the odds of the general 

population presenting with that particular health problem. Finally, to describe differences in 

occurrences of requests of the ten most commonly recorded health problems, descriptive 

statistics were used.

Results

Of the 432,582 people living in the service areas, a total of 41,166 people aged 20–65 (9.52%) 

had contacted the GP cooperative in 2014, of whom 0.77% (n = 315) could be identified as 

having an ID. Sex and age distributions are presented in Table 4.1.

Table 4.1 Patients presenting at out-of-hours primary care cooperative

  ID group                    

(n = 315, 100%)

General population            

(n = 40,851, 100%)

Male 172 (54.6) 18,628 (45.6)

20–34 years 85 (27.0) 6,408 (15.7)

35–49 years 40 (12.7) 6,282 (15.4)

50–64 years 47 (14.9) 5,938 (14.5)

Female 143 (45.4) 22,223 (54.4)

20–34 years 67 (21.3) 8,790 (21.5)

35–49 years 29 (9.2) 6,917 (16.9)

50–64 years 47 (14.9) 6,516 (16.0)

ID = intellectual disability 
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Most common health problems

The ten most common health problems presented in contact with the GP cooperative for 

the ID group are presented in Table 4.2. For the top ten of the general population, this 

information is presented in Table 4.3. Frequent healthcare problems at the GP cooperative 

in both groups were as follows: concern about/ fear of medical treatment, hand/finger 

symptoms/complaints, pneumonia, lacerations/cuts and cystitis/urinary infections. The 

most presented health problem in the ID group was concern/fear of medical treatment, 

with 32.70% (103/315) persons presenting with this at least once within the one-year time-

frame. The second most present health problem in this group was epilepsy, with 10.79% 

(34/315) persons in the ID group presenting this at least once within the year.

The health problem referred to as no disease is present in the top ten of the ID group. With 

the description too vague to grasp its meaning, an additional analyses of the 21 requests 

were performed. The majority of the no disease requests concerned medication (n = 13), 

the remaining involved an abnormal blood test, deteriorating health in palliative case and 

administrative tasks.

Differences in presentation

Having an ID was associated with a higher probability of presenting with epilepsy and 

concerns about, and adverse effects of, medical treatment: with odds ratio’s of 45.65, 23.37 

and 8.41, respectively (Table 4.2). The health problems within both top ten’s occurred 

significantly more often or as often in the ID group (Table 4.2 and Table 4.3). None of the 

health problems within both top ten`s occurred less often in the ID group compared to the 

general population.

Differences in occurrences of requests

The most commonly presented health problem in the ID group—concerns about, and 

fear of, medical treatment— accounts for 19.4% (181/933) of the total number of their 

requests. In comparison, for the general population, the most commonly presented health 

problem (cystitis/urinary infection) represented 4.8% (2,932/60,619) of their total number 

of requests (Table 4.2). Overall, in the ID group, the ten most common health problems 

accounted for 43.2% (403/933) of their total number of requests, whereas in the general 

population this was 23.4% (14,167/60,619).
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Discussion

The ten most common health problems for which people with ID utilise out-of-hours primary 

care differ from their counterparts in the general population. Having an ID was associated 

with presenting with epilepsy and concerns about, and adverse effects of, medical treat-

ment. In the ID group, the ten most common health problems accounted for nearly half of 

their requests, whereas in the general population, this was less than a quarter.

Using the out-of-hours GP cooperative administration systems allowed for an accurate 

comparison of the health problems of people with ID and those of the general population. 

Our strategy of using addresses from healthcare organisations to identify people aged 20–65 

with ID resulted in a prevalence of 0.77%. This is in line with literature on the prevalence 

of ID in other study populations [32, 33]. Our sample strategy is limited to people with 

ID living with care provider services in community-based and residential setting, which is 

estimated to be half of the total number of people with ID in the Netherlands. With requests 

routinely being classified in the ICPC, a clear understanding of symptoms and diseases was 

provided. However, the no disease code required additional analyses, showing that most 

requests were misclassified and could have been categorised with better suitable codes. The 

relatively high percentage of no disease requests in the ID group compared to the general 

population could be explained by most being medication-related. Adjusting for sex and age 

as predictor variables of disease - even though desirable - was not possible due to the small 

numbers increasing the risks of so-called overfitting [34]. Only for the most prevalent health 

problem in the ID group (concerns about medical treatment), the present authors could 

estimate an adjusted OR by means of logistic regression (OR = 32.97, 95% CI 23.52–46.22), 

which was deemed as not clinically relevant different from the crude OR (23.37, 95% CI 

18.29–29.86).

Our identification strategy was restricted to people with ID receiving care through arrange-

ments of healthcare organisations for people with ID. Our study included adults up to the age 

of 65 and is partially representative for age-related health issues, since literature asserts that 

for people with ID the likelihood of suffering from age- related (chronic) diseases increases 

from the age of 40 [8, 35]. Cardiovascular conditions considered as age-related health 

problems are generally found to be recorded less frequently in people with ID compared to 

the general population [4, 8]. Similarly, our results showed lower point estimates of chest 

complaints for people with ID. However, we were not able to determine whether this was 

due to under recognition, under diagnosis, or under documentation [36].
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This study showed a high probability of people with ID presenting at the GP cooperatives 

with concerns about, and adverse effects of, medical treatment. The known overall high 

rates of polypharmacy in people with ID and their vulnerability to drug administration 

errors could partially explain this high risk [37, 38]. Additionally, a high occurrence of medi-

cation-related requests might be explained by organisation-wide medication safety policies 

and the lack of medical training for carers, who mostly administer the medication and who 

are shown to seek medical advice disproportionally frequently [27, 39, 40]. Concerns about 

medical treatment in the ID group accounted for nearly 1 in 5 requests being made by this 

group (19.4%). Training on, and better handling of, medication on the level of the healthcare 

organisations for people with ID and at the GP cooperative could reduce medication-related 

requests, improve the quality of care for people with ID and increase efficiency at the GP 

cooperative. It is important to bear in mind that many actors are involved in the distribution 

of medication for people with ID (e.g., GPs, pharmacies, healthcare organisations, carers and 

patients). Involving all actors in approaches targeted at concerns about medical treatment 

will have the potential to result in high impact changes resulting in increased operational 

efficiency, higher quality of care, and shared care responsibilities [41].

Epilepsy was the second most prevalent health problem presented by people with ID at 

out-of-hours primary care. GPs are not specifically trained to handle epilepsy, and guidelines 

on epilepsy in people with ID in the out-of-hours primary care setting are lacking. GP services 

could be better equipped with the skills and knowledge needed to manage this condition [42].

Notable was that the ID group did not present with mental health issues in their top ten. 

While high rates of mental illness could have been expected [6-8, 43], these might have 

been overshadowed by physical illness in a setting focussed on the latter.

Out-of-hours primary care is an important part of healthcare for people with ID. The diag-

nostic scope of out-of-hours primary care is well researched [26, 44], however, subgroup 

analysis for vulnerable patient groups is scares. Nevertheless, studies on subgroup analysis 

strongly emphasize the current “one-size-fits-most” model not fitting the specific needs of 

these patient groups [45]. Effective and efficient organisation of out-of- hours primary care 

for vulnerable groups like people with ID has the potential to contribute to better quality of 

care. The ten most commonly presented health problems in this patient group provide a clear 

and concise object to be used to inform healthcare professionals and GP cooperatives. Given 

the high rates of medication-related concerns and requests related to epilepsy of people with 

ID, this study suggests that these health problems deserve special attention in strengthening 

out-of- hours primary care and striving towards equitable healthcare for people with ID. 
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Abstract

Background People with intellectual disabiliti es (ID) experience challenges in accessing 

emergency and out-of-hours care services while being at higher risk of requiring them. 

Improving out-of-hours primary care for this vulnerable group requires insight into how the 

medical content and the organisati onal context is experienced by healthcare professionals.

Objecti ve Explore the experiences of healthcare professionals regarding the medical content 

and the organisati onal context of out-of-hours primary care for people with ID.

Methods Semi-structured interviews were conducted with daily care professionals (n=10), 

triage nurses (n=10), and GPs (n=7) involved in out-of-hours primary care for people with ID 

and themati cally analysed. 

Results The analysis resulted in four interconnected themes linking content and context of 

care, which mirrored the structure of a care contact: 1) the triage process involved uncer-

tainti es in the assessment of pati ents with ID; 2) the collaborati on between care provider 

service and GP services was characterised by confusion about responsibiliti es; 3) routi nes 

and workfl ow in place in both services were impacted by pati ents with ID; 4) the deci-

sion-making process is defi ned by constraints and uncertainti es when it involved a pati ent 

with ID.

Conclusions Healthcare professionals involved in out-of-hours primary care of people with 

ID indicates that the quality of this care is more infl uenced by the organisati onal context 

than by the actual medical content. We recommend out-of-hours GP services and care 

provider services for people with ID setti  ng a standard for roles and responsibiliti es in order 

to facilitate healthcare professionals to deliver accessible and good quality care to this 

vulnerable populati on.
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Introduction

The challenges in access to healthcare, including out-of-hours primary care, experienced by 

people with intellectual disabilities (ID) result in negative impacts on their health and on the 

quality of care for this group [1-8]. People with ID are highly dependent on their social envi-

ronment to adequately recognise and assess health problems as well as facilitate contact 

with, and access to, healthcare services [9, 10]. Daily care professionals are often key in this, 

but roles and responsibilities are not well articulated [11]. General practitioners (GPs) feel 

that they lack specific knowledge and communication skills for caring for people with ID 

[12]. Finally, stigmatising attitudes of healthcare professionals towards patients with ID limit 

the inclusion in mainstream healthcare services for this vulnerable population [13]. Given 

the inequities in healthcare access and healthcare professionals experiencing difficulties in 

caring for patients with ID, it is time to address this situation. Insight into care services for 

this vulnerable group, including out-of-hours primary care, is needed to improve the quality 

of, and access to, healthcare for people with ID. 

Out-of-hours primary care is a fragile setting in which there is a high throughput of patient 

care, and the patient’s own familiar GP is often not available [14]. In the Netherlands, out-of-

hours GP care is positioned as a gatekeeper to hospital care and intended for emergency 

requests that cannot wait until the next working day. Formally, patients can only make 

contact through a telephone call, and walking-in is strongly discouraged [14]. The quality 

of care for the general population is high and well-researched with respect to accessibility, 

triage, and patient satisfaction [14]. Telephone triage nurses assess the urgency of the 

patient’s health problem and make a decision about the appropriate action to be taken, 

supported by computer-based the National Triage System and supervised by a GP [15]. 

Out-of-hours primary care for people with ID differs from daytime primary care for people 

with ID and from out-of-hours GP care for the general population. In the Netherlands, 

people with ID often receive care from out-of-hours GP services [16]. Recent studies show 

that people with ID in the Netherlands are at higher risk than the general population of 

requiring out-of-hours primary care [17] and that their consultation patterns differ from the 

general population [18]. Different groups of healthcare professionals are involved, who are 

often not familiar to one another or with the patient. This compromises adequate collabo-

ration and communication, which are key to attend to the healthcare needs of the person 

with ID in a timely manner [19]. However, the experiences of healthcare professionals 

regarding out-of-hours primary care for people with ID has never before been researched. 

In order to achieve better healthcare access and health outcomes for people with ID within 
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this care, insight is required into the experiences of the healthcare professionals involved. 

Given the diversity of the various professions and individuals involved, it is important to get 

an integrated view on how out-of-hours primary care for people with ID is experienced by 

healthcare professionals. Three key groups of healthcare professionals in the out-of-hours 

primary care chain were interviewed on the medical content and the organisational context 

of this care and on opportunities for improvement.

Methods

Study design

Semi-structured face-to-face interviews were conducted with three interviewee groups: 

1) GPs, 2) triage nurses, both groups employed by two out-of-hours GP cooperatives in 

Nijmegen and Boxmeer, and 3) daily care professionals working at care provider services for 

people with ID in the service area of these cooperatives. The GP cooperatives are part of 

the same organisation and operate in a similar way. Interviews took place between February 

and May 2018, and lasted between 20 and 71 minutes. Most interviews took place at the 

work place of the interviewee. Interviews were audio-taped with the participants’ permis-

sion and transcribed verbatim. Fieldnotes were made to assist the interviewer. The results 

are reported according to the consolidated criteria for qualitative research (COREQ) [20]. 

The regional ethics committee approved this study (2017, No. 3925). 

Participants

A purposive sampling strategy was used to include healthcare professionals with a variety 

of experiences in out-of-hours primary care for people with ID. It was estimated that data 

saturation would be reached with 7 to 10 participants per interviewee group, with the possi-

bility of including more participants. A total of 44 participants were contacted by phone or 

e-mail and provided with study information of which 17 did not partipate: five participants 

(two daily care professionals, one triage nurse, and two GPs) declined to participate because 

of time constraints, four participated in pilot testing of the interview guide (one daily care 

professional and three GPs), and eight contacts could not be scheduled within the research 

time frame. Prior to the interviews, written informed consent was obtained. A €10 gift 

voucher was offered afterwards in appreciation. 
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Data collection

The interviews were conducted by a specialist ID physician (MH, female) and a trained 

research assistant (see acknowledgements, female). Collected demographics consisted of 

age, sex, and years of work experience. The interview guide focused on interviewees’ expe-

riences with the topics medical content and organisational context of out-of-hours primary 

care for people with ID, based on previous research [16, 17]. Questions relating to content 

focused on a list of the 10 most commonly presented health problems by patients with ID 

during out-of-hours primary care [18]. Interviewees were prompted to reflect on this list 

and share their experiences following the chronology of a consultation: triage, consulta-

tion stage, and medical advice. Questions relating to the context of care were based on 

organisational problem areas as found in previous research [16] and included recognising 

health problems, assessing health problems, contact with care services, and suggestions for 

improvement. GPs and triage nurses were asked about differences compared to the care for 

patients without ID. All interviewees were asked how caring for an ill person with ID influ-

enced their work compared to other patient groups. Quotes presented in the Results section 

were translated from Dutch by a professional translator and edited to improve readability.

Data analysis

Data were analysed thematically by multiple researchers, supported by ATLAS.ti software 

version 8.0.34 (Scientific Software Development). The focus of the analysis was not on differ-

ences between interviewee groups, but rather on gaining an integrated view of out-of-hours 

primary care for people with ID as a whole. The sequential steps are described in Table 5.1. 

Results

Participating interviewees were: 10 daily care professionals (DCP, all female, age range 22–59, 

work experience between 6 and 26 years), 10 triage nurses (TN, all female, age range 29–52, 

work experience between 0.5 and 19 years), and 7 GPs (GP, one male, age range 28–53, 

work experience between 0.5 and 20 years). The analysis resulted in four interconnected 

themes following the structure of a general care contact at the GP cooperative, starting 

with: 1) the triage process, after which those involved take action, and 2) collaboration. 

This collaboration is influenced by 3) the routines and workflow onsite and results in 4) final 

decision-making process.
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Table 5.1 Phases in the thematic analysis

Phase Action Results

1. Assigning open 
codes to fragments 
of transcripts 

Assigning open codes iteratively to 
nine transcripts by two independent 
researchers, discussing codes and 
discrepancies to reach consensus 
on a coding scheme (MM, MH)

22 Codes

Next, applying coding scheme to 
remaining transcripts by MH, discussing 
coding results (MH, MM, JN), reas-
signing, combining, or splitting codes

2. Grouping codes 
into themes

Codes were grouped and reorganised 
through iterative discussion with all 
authors into categories, overarching 
themes, and mapped connections

Four tentative themes 
with related codes

3. Within individual 
themes: analysis 
of relations 
between codes

For each individual theme, 
connections between codes were 
discussed with all authors

Expanded description 
of themes based on 
agreed codes and their 
reciprocal connections

Triage process: uncertainties in assessment

All out-of-hours primary care requests at the GP cooperative are assessed by triage nurses; 

having relevant information available is key in this process. Concerning patients with ID, 

there are difficulties gaining information on both the presence of an ID and the reason for the 

contact. Identifying whether a patient has an ID or not is often based either on the fact that 

a care professional has placed the call or on the address being recognised as belonging to 

a residential facility for people with ID. Access to daytime medical files is often not provided. 

This process tests the experience of the triage nurse and influences assessment and subse-

quent actions such as scheduling extra consultation time. Patients with ID are perceived 

as insufficiently able to communicate their health complaints. For daily care professionals, 

this negatively influences their ability to call the GP cooperative in a timely manner and 

with a clear request for help. For triage nurses and GPs, this limits their understanding of 

the complaint and their assessment of the situation. Often, additional measurements are 

necessary to complement the limited information available, such as temperature and blood 

pressure, or questions concerning changes in the patient’s behaviour. For example, triage 

nurses need to ask daily care professionals to put the phone near a patient to enable them 

to hear the breathing pattern:
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When they [daily care professionals] are calling because he [patient] is short of breath, 

and they say it is clearly audible, we tell them to put the phone near the person affected 

to confirm ourselves what noise he is making. [TN3, 45y]

In the triage process, the degree of urgency of the complaint is assessed following the vali-

dated Dutch National Triage System [15]. Regarding patients with ID, this system is deemed 

helpful for instance in epilepsy, where the triage nurse herself has little experience. In more 

complex cases, the system is found to be restraining and unsafe, for example concerning 

problem behaviour, for which no specific guideline is available. In practice, the nurses’ expe-

rience and training are often more helpful than the system itself. The fact that it is difficult 

to get a good overview of the situation hinders nurses’ ability to assess the urgency level 

safely. In these cases, nurses often choose the safer option of a higher urgency level and, for 

instance, schedule a home visit rather than a telephone consultation: 

Often you are not sure whether it’s a definite yes, or a definite no. What should I do? 

When I fill in yes, I’ll immediately get a U2 [urgency level 2: acute care needed], although 

my gut feeling doesn’t assess it like that. In that case, I’ll change the urgency. [TN3, 45y]

Collaboration between professionals: confusion about responsibilities

Interviewees mention that collaboration in out-of-hours primary care for people with ID 

often calls for improvisation, and healthcare professionals enter ‘one another’s world’ 

rather suddenly without time to ask about one another’s work setting: 

You [general practitioner] do enter a different world, different from what you are regu-

larly used to during home visits. [DCP1, 33y]

Interviewees mention that know-how or familiarity with one another’s routines is lacking. 

As an example, interviewees point out that daily care professionals are not aware of the 

triage process and the tasks of GPs and triage nurses. On the other hand, GPs are not aware 

of the arrangements at the care provider service and the training of daily care professionals. 

Know-how also includes factual medical knowledge specific to health problems of people 

with ID and experiential knowledge with a specific patient and a specific residential setting. 

Daily care professionals have little medical knowledge, and triage nurses and GPs do not 

have specific ID knowledge and have limited experience of the health needs of people with 

ID. In practice, interviewees state that this leads to misunderstandings and mismatched 

expectations. For instance, daily care professionals expected GPs to take all responsibility 
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regarding medication, whereas GPs and triage nurses felt that daily care professionals were 

not always able to take responsibility for caring for an ill patient. The next quote exemplifies 

how a daily care professional is seen as unable to take responsibility: 

[I expect] someone who truly knows the patient and knows what’s going on with the 

patient, feels more responsible as a result. At least in the sense that they feel more 

adequate, compared to someone who just says, “my shift is over”, or, “I’m just a stand-in 

here”. [TN1, 33y]

The division of responsibilities between care provider services and GP cooperatives is also 

confusing, especially with regard to medication issues. For example, daily care professionals 

frequently contact the GP cooperative when medication has not been administered to 

a patient in time. This is in line with the care provider services’ protocol, which indicates that 

decisions regarding medication are not to be made by daily care professionals. The triage 

nurses and GPs, however, do not feel that it is their responsibility to solve the problem that 

was caused by the daily care professional and expect the care provider service to prevent 

these administration errors from happening and solve it themselves.

Routines and workflow: impact on routines

The GP cooperatives work under circumstances where a large load of patients need triage, 

medical advice, and consultation. There is a strict workflow, and deviations from this work-

flow have a direct impact on the process and on the ability of employees to work effectively. 

The same goes for daily care professionals, who also work in certain routines and often lack 

backup in out-of-hours. 
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All interviewees feel that GPs lack continuity in care while they take on relative little shifts 

and thus have relatively little contact with people with ID. Daily care professionals also work 

in shifts, and an ill patient requiring extra attention influences what they can get done within 

their shift. They feel continuity in care is especially important to them, because the ability to 

recognise symptoms and health problems of a person with ID in a timely manner increases 

with regular contact. Triage nurses and GPs felt that the lack of continuity of daily care 

professionals affected the workflow, as shown in this quote:

They usually need to look up a lot and also “I actually never work with this group” is 

something that you hear quite often. But how does he [the patient] truly feel? As with an 

intellectually disabled it can be quite difficult to assess his illness. [TN7, 37y]

Adequate and timely information facilitates a good workflow. Triage nurses and GPs require 

information regarding the communicational skills of the patient with ID, including how well 

that patient is able to express health complaints, and information regarding chronic disease, 

recurrent health problems, medication, and the current complaint. Medical files are often 

not accessible to triage nurses and GPs. They depend on the information provided by daily 

care professionals. This is especially deemed important in cases concerning complex or 

palliative care, where information regarding advanced care planning is needed and is often 

missing in out-of-hours care. Triage nurses and GPs feel that the requests of people with ID 

take extra time that is not attributed to the ID itself but more to the ID care context. 

Because of ID patients’ special needs, all professionals involved make adjustments to their 

routines to facilitate out-of-hours ID care requests. These adjustments are often ad hoc, 

while room to make adjustments is limited and comes at a cost. For instance, taking extra 

time, burdening colleagues with extra work, and rushing other tasks. Of the later an example, 

where a daily care professional mentions that other residents’ care is rushed: 

It’s difficult when a client has to be admitted. Someone has to come, as the client can’t 

indicate what is wrong. […] You’ll try to free up personnel, or you’ll ask whether personnel 

may come in earlier. You truly start working with the bare minimum, for them to eat food 

and take medication, to be able to go to bed. You can’t provide for all the extras. People 

just have to get to bed earlier, or later. Such are the consequences. [DCP2, 28y]
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Decision-making process: constraints and uncertainties

Out-of-hours contacts eventually lead to decision making, which interviewees feel is the 

GP’s responsibility. To reach that final decision, however, all healthcare professionals are 

involved, and interviewees feel that they make their own decisions at different junctures 

in the process. Daily care professionals have a role in recognising symptoms and health 

problems and anticipating the need for advice or help. Within the shared-decision process, 

however, it is felt by all interviewees that daily care professionals are not able to decide or 

co-decide on medical issues. Resulting in GPs feeling alone in the decision-making process 

and it lacking a shared-decision, because legal representatives or relatives are often absent 

during the out-of-hours. The challenges mentioned in the previous sections and additional 

challenges in physical examinations can make clinical reasoning and diagnosis difficult. GPs 

feel constrained in making decisions and experience a threshold for referral to hospital, 

which implies that people with ID will be taken out of their familiar environment. 

You will check the patient physically, which is all the more important when you don’t have 

a history. Physical checks won’t go smoothly, as you have a non-cooperative patient who 

won’t let you do all the checks you would like to do. On the basis of the limited information, 

I must decide whether that patient has to go to hospital or not. When he has to go to hospital, 

there’s the added difficulty of it being complicated, it’ll be quite the endeavour to do so. I find 

those kinds of assessments in those kinds of situations quite cumbersome. [GP6, 31y]

Interviewees feel that an understanding and collaborative attitude facilitates joint decision 

making, in contrary to an authoritarian attitude. Overall, there are many uncertainties in 

the decision-making process that are felt to influence the quality of care in different ways. 

In some cases, these worries on the part of healthcare professionals lead to a risk-avoiding 

stance. In other cases, interviewees merely indicate that the possible complexity of cases 

challenges their expertise: 

I`m supposed to say that it is a nice challenge, but I just find it rather annoying. Definitely 

during the night, when you have other patients to attend to as well. It definitely annoys 

me when things are not clear. [GP8, 35y]
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Discussion

Summary of findings

This study aimed to provide an integrated view of healthcare professionals on the content 

and context of out-of-hours primary care for people with ID. Daily care professionals, triage 

nurses, and GPs involved in this care were interviewed. Analysis resulted in four themes 

following the chronology of consultation with out-of-hours primary care: triage process, 

collaboration between professionals, impact on workflow, and the decision-making process. 

The results indicate that for the medical content of care no isolated issues were raised, 

even though specifically asked for in the interview protocol. All issues raised related to 

the care context. This indicates that the medical content of out-of-hours care requests of 

people with ID, which can deviate from general population care requests, is not the primary 

reason for experienced challenges and that the context of care is an important factor in 

improving the quality of care for this group. This finding is in line with previous research at 

emergency medical services taking care of complex ID cases, where an emphasis on organ-

isational processes and socio-cultural context was reported [21]. Related to the context of 

out-of-hours primary care for people with ID, responsibilities between GP and ID services 

are unclear, leaving it to the individual healthcare professionals to adjust their routine and 

workflow on the job to fit the needs of patients with ID. Healthcare professionals involved 

are unfamiliar with one another`s work settings, leading to not knowing what information 

is needed or how to involve one another in making decisions together. Further contextual 

factors involved triage protocols not being suitable for all problems presented by people 

with ID and daytime patient files not being accessible out-of-hours.

Strengths and limitations 

To the best of our knowledge, this is the first qualitative study to provide an integrated view 

of healthcare professionals on out-of-hours primary care for people with ID, an important 

topic for improving the quality of care for this group. Some of the results could extend 

beyond the ID group to other vulnerable patients, such as paediatric and geriatric patients, 

who also often have relatives or care professionals speaking for them. 

Our sampling strategy was limited to one region but included healthcare professionals from 

a variety of different backgrounds, experiences, and relations to the ID population. Partici-

pants mainly were female, which mirrors our experience in the practice of ID care and the 

generally raising dominance of women in general practice [22]. This study used data source 
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triangulation by combining insights from daily care professionals, triage nurses, and GPs to 

obtain a complete understanding of the experiences of healthcare professionals directly 

involved both in the ID services and in the GP cooperatives. The research team included GPs 

and ID physicians with hands-on experience in out-of-hours primary care for people with ID 

and research experience within the same topic. 

As the aim was to get an integrated view of healthcare professionals involved in out-of-hours 

primary care for people with ID, patients with ID were not interviewed at this point. This 

study provides a framework for out-of-hours primary care that can be used in future studies 

to involve people with ID in a meaningful way. Previous research has only briefly articulated 

the experiences of people with ID with out-of-hours primary care in the UK [9]. Further 

research could help us to better comprehend why people with ID experience difficulties 

in finding and getting out-of-hours primary care and to work on an integrated approach to 

improve its accessibility.

Relation to existing literature and implications

Regarding the process of determining the level of urgency, our findings show that the 

experience and knowledge of triage nurses about the care for people with ID carry more 

weight than the formal triage support system. Previous research in the general population, 

however, shows that work experience and employment percentage relative to fulltime 

employment did not affect triage decisions in general, and that intra-rater agreement with 

triage systems was generally good [23]. The dichotomous steps in the triage system perhaps 

lack the flexibility needed to deal with the insecurities in care for patients with ID, leaving 

it to the skills of the triage nurses to make safe assessments. A more flexible triage system 

that takes contextual factors into account could improve safe and accessible out-of-hours 

primary care for people with ID.

Our findings indicate room for improvement regarding the training of healthcare profes-

sionals as well as the collaboration between healthcare services and sharing health infor-

mation. In previous research in primary care in the general population, these issues were 

linked to diagnostic errors and are thus seen as a potential threat to the safety of care [24]. 

These issues are, as the findings in our study, all mainly related to the organisational context 

of care rather than the medical content. The interactions between involved stakeholders 

call for a multifaceted approach that appreciates the complexity of the organisational 

context. Explicating roles and responsibilities is a first step in this approach that could lead 

to improvements in the quality and safety of out-of-hours primary care for people with ID. 
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If roles and responsibilities are clearly defined, training in health literacy for people with ID 

and daily care professionals and training in ID care for triage nurses and GPs may help to 

reduce inappropriate use of out-of-hours primary care and improve quality of care [25-27].

In many countries, governments aim to improve out-of-hours primary care access, as acci-

dent and emergency departments are overburdened [28-30]. As people with ID request 

out-of-hours primary care more frequently than people without ID, it is recommended to 

pay explicit attention to the specificities of this group in improving primary care. Policy-

makers, care provider services for people with ID, and GP cooperatives are recommended 

to agree on a minimal standard of care and improve collaboration. 

Conclusions

The results of this study indicate that out-of-hours primary care for people with ID is more 

influenced by the organisational context of care than by the medical content of care. To 

improve quality of care, the triage system needs to leave more room for the influence of 

contextual factors. Standards on roles and responsibilities of care provider services and 

out-of-hours GP cooperatives are required to facilitate healthcare professionals involved in 

delivering accessible and good quality care.
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In this fi nal chapter, the main fi ndings with regard to the research questi ons are presented 

and refl ected on. Based on the thesis fi ndings, three themes are discussed: 1) dynamics of 

out-of-hours primary care for people with ID, 2) integrati ng the client perspecti ve in health-

care, and 3) visibility of people with ID in health monitoring. Subsequently, the methodolog-

ical considerati ons of this thesis are discussed. This chapter ends with the fi nal conclusions 

followed by a summary of the recommendati ons for educati on, practi ce, research, and 

policy (Box 6.1).

This thesis aimed to provide insight into the organisati onal context, medical content, and 

professionals’ concerns about out-of-hours primary care for people with ID. More specifi -

cally, this thesis aimed to:

1. explore the context and organisati onal arrangements of out-of-hours primary care 

provided within care provider services for people with ID.

1. investi gate the content of out-of-hours primary care in terms of the risk of 

requesti ng care, level of urgency, and commonly presented health problems of 

people with ID compared with the general populati on.

1. gain insight into the concerns of healthcare professionals about the context and 

content of out-of-hours primary care for people with ID.

MAIN FINDINGS

Out-of-hours primary care for people with ID was studied through a telephone survey on 

the organisati onal context (Chapter 2), two routi ne data studies on the medical content 

(Chapters 3 and 4), and semi-structured interviews on professionals’ concerns (Chapter 5). 

An overview of the main fi ndings is presented per study.

Out-of-sight – Chapter 2 addresses the organisati onal context of out-of-hours primary care 

within care provider services for people with ID representati ve of the whole of the Neth-

erlands. If the context is not addressed, people with ID will remain out-of-sight for safety 

and quality improvements. The fi ndings show that out-of-hours primary care for this group 

is organised in a large variety of ways, and no best practi ces could be identi fi ed. The organ-

isati onal context of care dictates the roles and responsibiliti es of healthcare professionals 

and thus what problems they experience in their work. The involvement and competence of 

daily care professionals, GPs, and specialist ID physicians were not always in line with what 

was expected of them. The survey indicated that care arrangements within care provider 

services change constantly, making out-of-hours care a highly dynamic situati on. Chapter 2 
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emphasised the complexity of the organisational context of out-of-hours primary care for 

people with ID: the situation is highly dynamic, many different professionals are involved, 

and different services work together. 

Out-of-touch – The medical content of out-of-hours primary care for people with ID was 

addressed in Chapters 3 and 4, which describe two routine data studies at out-of-hours 

GP services comparing care requests of people with ID to the general population. Because 

insight into the specific care demands of people with ID were not available, information 

about their healthcare needs is lacking for healthcare providers keeping them out-of-touch 

with this specific population and it is unclear why care for people with ID is experienced 

as a burden on the care system. Chapter 3 focused on comparing the urgency of requests 

between people with and without ID. Our study findings show that people with ID requested 

out-of-hours GP care 1.7 times more often than the general population did. In the classifica-

tion system used by the out-of-hours service, requests relating to the ID group were gener-

ally rated as less urgent than requests relating to the general population. A consequence of 

these findings was discussed in Chapter 3 being that the triage system is dichotomousness 

and lacks sensitivity to the specific health needs of people with ID. Chapter 4 focused on 

comparing the most frequently presented health problems of people with and without ID 

in out-of-hours care. The patterns of presented health problems differed between people 

with ID and the general population. Having an ID was associated with a higher probability of 

presenting with epilepsy and concerns about, and adverse effects of, medical treatment. The 

care demand, however, was not that different between the two groups, with half of the 10 

most commonly presented health problems present at both groups. The 10 most commonly 

presented health problems of people with ID provide a clear and concise message to health-

care professionals and out-of-hours GP services: the content of out-of-hours primary care to 

people with and without ID is not that different.

Out-of-mind – Chapter 5 provides an integrated view of healthcare professionals’ concerns 

about their involvement in out-of-hours primary care for people with ID. Different perspec-

tives and concerns on healthcare quality lead to different expectations and the feeling of 

being out-of-mind with this care. We interviewed healthcare professionals face-to-face on 

their experiences with the organisational context and medical content of care. Daily care 

professionals, triage nurses, and GPs with hands-on experience of out-of-hours primary care 

for people with ID participated. Four overarching themes were found: triage process, collab-

oration between professionals, workflow, and the decision-making process. With every 

request at the out-of-hours GP service, starting with the triage, this involved uncertainties in 

the assessment of patients with ID. The collaboration between the ID care provider services 
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and the GP services was characterised by confusion about responsibilities. Routines and 

workflow in both services were impacted by the out-of-hours primary care for patients with 

ID. Out-of-hours care requests finally resulted in decision making that, when it involved 

a patient with ID, was characterised by constraints and uncertainties. The findings indicate 

that out-of-hours primary care for people with ID was more influenced by the organisational 

context of care than by the medical content of care. 

DISCUSSION ON MAIN FINDINGS: IN-SIGHT, IN-TOUCH, IN-MIND 

This thesis addressed the organisational context, medical content, and professionals’ 

concerns in relation to out-of-hours primary care for people with ID. The findings indicate 

a strong interconnectedness between the context, content, and concerns within out-of-

hours primary care: the findings all relate to all three fields. For example, the higher risk 

of requesting out-of-hours care (Chapter 3): in itself it relates to the content of care, 

but is also influenced by the context of care, for instance by how skilled or experienced 

a daily care professional is in assessing the need for out-of-hours care (Chapters 2 and 

5). The higher risk of requesting care influenced the professionals’ concerns in that they, 

for instance, felt that some of the requests could have been reduced if there had been 

a proper policy around safe medication distribution supporting their assessment of 

a situation (Chapters 3 and 5). Based on this interconnectedness, Figure 6.1 indicates 

where context, content and concerns overlap. This is the area where improvements for 

out-of-hours primary care in people with ID can be found.
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Figure 6.1 Main findings and interconnectedness 

When discussing the overlap between the three main themes, this thesis identified three 

discussion points that need to be taken into account: 1) the dynamics of out-of-hours 

primary care for people with ID, 2) integrating the client perspective in healthcare, and 

3) the visibility of people with ID in health monitoring. The following sections elaborate 

the three discussion point and result in recommendations that can be found in Box 6.1.
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Dynamics of out-of-hours primary care for people with ID 

Out-of-hours primary care for people with ID is dynamic, with a multitude of different 

and constantly changing arrangements in place (Chapter 2). Many different healthcare 

professionals are involved who are not familiar to one another and experience problems 

in contacting one another (Chapters 2 and 5). Healthcare professionals respond to service 

needs of people with ID on which out-of-hours services are not aligned (Chapters 3 and 

4). Lipsitz [1] describes such a system as complex: comprising different networks that 

interact on different levels and show unpredictable results. Researchers and healthcare 

professionals involved in out-of-hours primary care for people with ID, need to develop 

capability and capacity to deal with its dynamics and handle the unknown, the uncertain, 

the unpredictable, and the emergent [2]. Thinking of out-of-hours primary care for people 

with ID as a complex system allows us to improve its quality as a whole [3]. Complexity 

thinking, however, will not provide a simple fix, but will stimulate us to be creative, reflexive, 

and collaborative [4]. Looking at out-of-hours primary care as a whole and conceive it as a 

complex adaptive system will allow to direct research and improve care in what may possibly 

be a more effective direction [5]. 

This thesis shows that, even when explicitly asked about, differences in medical health prob-

lems presented by people with ID compared with the general population are not deemed 

that important in delivering good quality out-of-hours primary care to people with ID 

(Chapter 5). The organisational context of care has a significant impact on how out-of-hours 

primary care is delivered to people with ID and how healthcare professionals experience 

it. This is in line with literature, that indicates for the success of healthcare organisations, 

measurement of service quality is as important as understanding the nature of the service 

arrangement [6]. It becomes clear, that the context of care is important and that the organi-

sational arrangements within ID care provider services and GP services are interdependent. 

This means that the actions of one person can change the context of another person’s 

actions [7]. To improve the out-of-hours primary care for people with ID, the context of care 

first has to be thoroughly outlined and addressed in a collaborative network. 

The chronic care model [8, 9] is a well-known approach to health improvement within 

primary care and has been adapted to people with disabilities [10]. This adapted model 

describes an approach to individualized, self-directed approaches to health improvement. 

Three prominent thesis findings are in line with the adapted model: first, standard operating 

practices need to be adapted to ensure accessibility of out-of-hours healthcare services for 

people with ID (Chapters 2, 3, 4, and 5). Next, for healthcare professionals to be able to 
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provide safe care to this vulnerable patient group, access needs to be ensured to compre-

hensive medical information (Chapters 2 and 5). Lastly, healthcare professionals need to be 

better trained in ID competence (Chapters 2, 3, 4, and 5): daily care professionals need to 

be trained in health and healthcare skills [11, 12] and GPs and other staff at GP cooperatives 

need to be trained in the specifics of ID care. These three practical approaches will prove 

useful in the dialogue between ID care provider services and GP cooperatives.

Specialist ID physicians, as introduced in Chapter 1, are not always involved in the out-of-

hours care of their own patients (Chapter 2). When involved in out-of-hours care, ID physi-

cians have different roles and experience a high workload in most cases (Chapter 2). As 

there are only 230 ID physicians in the Netherlands, it seems impossible to cover the full 

out-of-hours primary care without collaboration with GPs and GP cooperatives. GPs, on 

the other hand, experience a high workload regarding complex ID cases and often do not 

have or do not use the opportunity to confer with an ID physician (Chapter 5). The shift to 

large-scale GP cooperatives in the year 2000 supported by nurses, management staff, and 

chauffeurs reduced the problem that GPs experienced with the high workload [13]. Simply 

passing the burden of caring for people from specialist ID physician to the GP cooperative, 

or the other way around, will not provide any solution in the dynamics of out-of-hours care. 

The thesis findings suggest that the key lies in combining forces, expertise, and collaboration 

between ID care provider services and GP cooperatives. GP cooperatives have the facilities 

to provide responsive and timely care, and GPs themselves have broad clinical expertise. An 

out-of-hours ID physician consultation service would complement those. In order to align 

routines between both settings, a complexity approach is needed on the level of healthcare 

professionals and organisations. Additionally, professional organisations and politics can be 

informed and involved in this approach to improve out-of-hours primary care for people 

with ID.

Integrating the ID perspective in healthcare 

The perspective of people with ID is often not visible in healthcare reform or healthcare 

services innovations. Only one study briefly describes the experiences of people with ID in 

out-of-hours primary care [14]. Engaging people with ID in healthcare is a first step in tackling 

their health inequities in out-of-hours primary care. While this thesis did not explicitly include 

the perspective of people with ID, the increased understanding on what out-of-hours primary 

care for people with ID entails opens up opportunities to meaningful engage people with ID 

in improvements of this care. Everyone who can contribute to better care should be empow-

ered and facilitated to do so [15, 16]. People with ID and their relatives can be involved in the 
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organisation of out-of-hours primary care as expert by experience consultants to primary care 

providers. For that to happen, actions are required at a range of levels involving all key stake-

holders [17]. People with ID need to be supported in their role and need to be engaged to 

take part in healthcare organisation, and their caregivers and relatives need to be supported 

and trained too. When properly supported, people with ID are able to grasp, and reflect upon, 

the complexity of healthcare and healthcare innovations [18]. An important first step in this 

support is explicating the specific situation their opinion and experiences are asked about. 

This thesis contributed to the understanding of out-of-hours primary care for this group.

People with ID have a higher probability of requesting out-of-hours primary care compared 

with the general population (Chapter 3). With people with ID having more chronic illness 

[19-24], they are prone to contact out-of-hours services frequent due to exacerbation [25]. 

An additional explanation to the higher probability is difficulties in accessing in-hours care 

and the lack of health literacy and clear information on how current out-of-hours services 

operate [26-30]. Integrating the ID perspective and giving meaning to this higher demand, 

involves us to ask ourselves whether we want to reduce the probability of people with ID 

contacting out-of-hours services, or whether the increased contacts are justified on the 

grounds of equity, or whether perhaps the frequency of contact of people with ID is even 

underappreciated with them not contacting out-of-hours services enough due to challenges 

accessing services. Equity in health implies that ideally everyone, with or without an ID, 

should have a fair opportunity to attain their full health potential. Not all differences in health 

status of people with ID are inequities, but where differences are unnecessary, avoidable, 

unfair, and unjust then inequity exists. Equity is therefore concerned with creating equal 

opportunities for health and bringing health disparities down to the lowest level possible 

[31]. Equitable healthcare starts with primary care that is accessible to everyone, especially 

to vulnerable groups like people with ID, as they are known to have health inequities. Access 

to health and healthcare is important for people with ID to fully enjoy all human rights and 

fundamental freedoms [16]. Equitable accessibility for people with ID should be high on the 

agenda of all services involved in the out-of-hours primary care. 

Another approach to integrating the ID perspective in healthcare is by start identifying 

them as a vulnerable group within out-of-hours primary care and by enhancing healthcare 

professionals’ awareness of the inequalities faced by people with ID in this care. Increasing 

awareness has proven to increase patient safety [32]. This thesis findings will enable us to 

inform healthcare professionals and make them aware of the specifics on the inequities in 

the out-of-hours care for people with ID. Calling attention to these health inequities includes 

addressing the marked discontinuity in healthcare professionals (Chapter 5). A lack of 
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continuity in care inhibits to the exchange of health information [33] and leads to unwanted 

health outcomes [34, 35]. Healthcare services involved in the out-of-hours primary care for 

people with ID should work on providing continuity in this fragile setting.

Visibility for people with ID in health monitoring

Healthcare inequities make it necessary to monitor the health of vulnerable groups and 

to make their specific inequalities visible [36]. People with ID, however, are generally not 

considered as a distinct group of healthcare users in the same way as are older people, 

children, and others who are perceived to have different needs and healthcare access 

issues [37]. Additionally, people with ID are often excluded from participating in population 

studies [38]. As is often the case for people with ID in health services research and national 

health monitoring programs [38], in this research it was difficult to identify people with ID 

within out-of-hours services. In practice there is no readily applicable method to identify 

people with ID within out-of-hours information systems – hence the difficulty experienced 

in Chapters 3 and 4 in identifying people with ID and all the limitations flowing from that. 

Yet the ICPC provides a code (P85) to identify people with ID, which needs to be stimulated 

to be used in primary care administration systems [39]. As an result of difficulties identi-

fying people with ID, population studies on ID are often small and therefore contextually 

determined. Now that we understand better what out-of-hour primary care for people with 

ID entails, it becomes clear what is needed to improve the visibility of people with ID in 

health monitoring: that is, methods to identify people with ID, and monitor their health and 

healthcare inequities. Achieving health for all means that primary and community health-

care services and health monitoring research must not ignore the ID population [40].

Studies on vulnerable subgroups strongly stress that the model of out-of-hours primary 

care applied to the general population does not fit the specific needs of vulnerable groups, 

making them invisible [26, 41]. Out-of-hours primary care in the Netherlands in general 

is well researched, safe, and, while strongly positioned, it is associated with lower health 

service costs, and better health outcomes [13, 42-44]. The thesis findings suggest that 

people with ID do not optimally profit from this and reveal some of the inefficient state and 

poor quality of out-of-hours primary care for people with ID. Altogether, this calls for more 

attention on how health services research should be set-up based on subgroup analysis of 

vulnerable groups. Valid measures are needed in out-of-hours primary care to establish and 

implement strategies for quality management and improvement [6]. These measures should 

be targeted for specific patient groups for health monitoring that respect the complexity of 

primary care [45]. 
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That visibility of people with ID is an important factor in improving quality of out-of-hours 

primary care was illustrated during the studies within this thesis. By participating in surveys 

or interviews, the respondents became more aware about their role and the needs of 

people with ID. For example, daily care professionals started asking reflective questions 

regarding the context and safety of their out-of-hours care such as “do I know what infor-

mation the GP needs?” and “do I accompany a patient in need of hospitalisation during 

the night and leave the others home alone?”. Triggered by the interviews, triage nurses 

compiled a tape to be played when daily care professionals were awaiting their turn to be 

triaged on the phone, instructing them on what information to have at hand for an effective 

triage. Working together with ID care provider services and GP cooperatives has already 

enhanced awareness and shows us that out-of-hours primary care for people with ID is in 

need of research and policy that brings improvement.

METHODOLOGICAL CONSIDERATIONS

To our knowledge, this thesis is the first study to investigate out-of-hours primary care for 

people with ID. This thesis contributes to filling an important knowledge gap on diminishing 

health inequities in people with ID. However, the lack of literature on out-of-hours primary 

care for people with ID at the start of our research limited us to mostly explorative research 

while applying different approaches (qualitative and quantitative) to gain a rich picture on 

out-of-hours primary care for people with ID. This research, therefore, is the basis of future 

research on this topic and necessary to build towards intervention and implementation 

research in out-of-hours primary care for people with ID. To strengthen research outcomes, 

we recommend including people with ID in further research on the topic of out-of-hours 

primary care.
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This thesis applied research methods which were executed and reported according to 

relevant research principles for quantitative [46-48] and qualitative research [49-51]. The 

individual studies in this thesis are closely connected, with each study building on the 

previous one. The survey study explored the organisational context of out-of-hours primary 

care for people with ID (Chapter 2) and provided direction to the following study in identi-

fying the need for more insight in the content of care requests at the GP cooperative itself. 

In the routine database study that followed, the medical content of care was investigated 

(Chapters 3 and 4), and this provided valuable input for the last study in which the most 

commonly presented out-of-hours health problems of people with ID were included in 

the interview protocol. Information on the organisational context and the medical content 

formed the basis of the interview questions in our last study on healthcare professionals’ 

concerns regarding the out-of-hours primary care for people with ID (Chapter 5), enabling us 

to better understand everyday experiences in this care.

To enhance scientific rigour, different forms of triangulation were used, including data 

source triangulation, methods triangulation, and investigator triangulation. Comparing 

findings in this way increases the understanding of complex phenomena, and agreement 

amongst different sources confirms the validity and credibility of findings [52]. This thesis 

applied different types of qualitative and quantitative methods that added variety to our 

sample and allowed for data triangulation. Research methods included survey research, 

routine data research, and qualitative interview research, resulting in various types of data: 

structured questionnaires and open-ended questions (Chapter 2), data from administration 

systems (Chapters 3 and 4), and face-to-face interviews (Chapter 5). The investigator trian-

gulation consisted of a research team from different background: specialized ID physicians, 

general practitioners, health researcher and a research methodologist. Next to this, in every 

study two trained researchers performed quantitative analysis and qualitative coding inde-

pendently. Progress and results were continuously discussed within the research team to 

allow different perspectives to be included in interpretation of results. This ensured reli-

ability and improved the credibility of the conclusions drawn. 
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This thesis included different organisational settings and professionals from different 

backgrounds and disciplines: ID care provider services, GP cooperatives, university medical 

centres, daily care providers, ID nurses, triage nurses, behavioural experts, managers, poli-

cymakers, GPs, specialist ID physicians, and researchers. Most participants were directly 

involved in out-of-hours primary care for people with ID. Investigating and combining 

information and experiences from all these different organisations and professionals have 

resulted in rich findings that are grounded strongly in everyday out-of-hours primary care 

for people with ID. 

Several limitations to the thesis studies need to be acknowledged as well. This thesis aimed, 

like all research, to produce information that can be shared and applied beyond the study 

settings [53]. The individual chapters provide information necessary to assess the transfer-

ability of findings to other healthcare settings and countries. The many differences between 

healthcare systems internationally, however, limit this transferability. In addition, it should 

be taken into account that our studies relate mostly to people with ID living at residential 

sites because it was not possible to directly identify people with ID in service databases 

for example. Nonetheless, parts of the thesis findings are generalisable to the ID group as 

a whole and possibly to other vulnerable groups as well. When applied, the findings must 

be interpreted in a multidisciplinary way in the light of the organisational context, medical 

content, and healthcare professionals’ concerns relevant to that setting. 

CONCLUSION 

Out-of-hours primary care for people with ID is important for their health. This thesis, to 

our knowledge the first study to investigate this care, explored its current state in terms 

of organisational context, medical content, and professionals’ concerns. The thesis find-

ings reveal parts of the inefficient state and poor quality of out-of-hours primary care for 

people with ID. The thesis findings on the context, content and concerns showed that they 

were interconnected with all findings being related to all three fields. The only way to get 

in-sight, in-touch, and in-mind with the out-of-hours primary care for people with ID is to 

look at it as a whole. Our recommendations (see Box 6.1) respect the interconnectedness 

and complexity of out-of-hours primary care for people with ID. It is imperative that practi-

tioners, researchers, policy makers and educators take these recommendations to heart in 

striving towards equitable access to and care that is of good quality.
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BOX 6.1: Summary of recommendations: in-sight, in-touch, and in-mind

Practice
-  Develop capability and capacity to deal with the dynamics of out-of-hours primary care  

for people with ID

- Outline the context of care thoroughly in a collaborative network

- Source collaboration between specialist ID physicians and GPs in out-of-hours services

- Source collaboration between ID care provider services and GP out-of-hours services

- Provide equitable access to care for people with ID

- Provide access to comprehensive medical information

- Improve continuity in health professionals

- Identify people with ID using de ICPC code (P85) in GP administration systems 

Research
- Apply a complexity thinking approach to improve out-of-hours primary care

- Involve people with ID in research

- Find methods to monitor healthcare services through routine data 

- Monitor the health of people with ID and their inequities specifically

- Develop measures for quality care in out-of-hours primary care for people with ID

- Develop targets for quality care in out-of-hours primary care for people with ID 

Policy
- Be informed on the fragilities of out-of-hours primary care for people with ID

-  Empower people with ID and their support network to take an active part in the  

organisation of care

- Provide for equitable access to out-of-hours primary care for people with ID

- Support health monitoring research and activities for people with ID

-  Facilitate professional organisations involved in out-of-hours primary care for people with  

ID to collaborate

Education
- Educate people with ID and their support network to take an active part in healthcare 

- Educate daily care professionals in health and healthcare

- Enhance healthcare professionals’ awareness of health inequities
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The research ethics committ ee of the Radboud University Nijmegen declared that the thesis 

studies do not fall within the remit of  the Medical Research Involving Human Subjects 

Act (WMO). The thesis studies have been reviewed separately by the ethics committ ee on 

the basis of the Dutch Code of conduct for health research, the Dutch Code of conduct 

for responsible use, the Dutch Personal Data Protecti on Act and the Medical Treatment 

Agreement Act. The ethics committ ee has passed a positi ve judgment on the thesis studies 

(Chapter 2 fi le number 2014-054; Chapter 3 and 4 fi le number 2015-1967; Chapter 5 fi le 

number 2017-3925).

During this project data is stored on the Radboudumc department server, including the 

original data, Atlas.ti  and SPSS formats. Access to the project folder is restricted to team 

members. Team members with access to the project folder are registered in the department 

quality system. The privacy of the parti cipants in this study is warranted by use of encrypted 

individual subject codes. This code is stored separately from the study data on the depart-

ment server and only accessible through the department quality team. Parti cipants of the 

interview study received writt en informati on and an informed consent. The signed informed 

consent papers are stored in restricted lockers and will be archived aft er completi on of the 

studies. A syntax trail was kept within SPSS and a coding trail was kept in Atlas.ti  to provide 

evidence on acti viti es that altered the original data. 

Aft er completi on of the project, the data will be saved for 15 years at the Radboudumc 

department archive server. Access to the study folder in the archive is restricted to the 

professor of the research group. Using the data for future research is only possible aft er a 

renewed accordance with the GP cooperati ve who provided the date, and renewed permis-

sion by the parti cipants of the interview studies as recorded in the informed consent. The 

datasets analysed during thesis studies are available from the corresponding author on 

reasonable request.
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Summary

Chapter 1: General introducti on

The out-of-hours primary care for people with intellectual disability (ID) is an unexplored 

area, where informati on on its current state is mostly experienti al and has never before been 

structurally described.  People with ID have a shorter life expectancy and higher morbidity 

rates than the general populati on. Syndrome-related, ID-related, and ID-associated issues 

make people with ID parti cularly vulnerable to health dispariti es. Additi onally, people with 

ID ha ve dispariti es in accessing healthcare services, especially emergency care services. 

Accessible and good quality care, including out-of-hours primary care, is essenti al to reduce 

health dispariti es in people with ID.

In the Netherlands, the exact prevalence of ID is unknown. Esti mates suggest that there are 

112,000–231,000 people with ID in the country, of which half live in the community and 

half within ID care provider services. The Dutch government supports people with ID to live 

longer in the community. As a result, the provision of medical care to people with ID in the 

Netherlands is increasingly the role of general practi ti oners (GPs), like in many countries. 

Unique to the Netherlands is the profession – recognised as a medical specialisati on since 

2000 – of the specialist ID physician, who consequently is more and more moving to out-pa-

ti ent consultati on services upon referral from GPs and specialists.

In the Dutch healthcare system, primary care is strongly positi oned as the gatekeeper to 

specialist care and provides integrated, accessible healthcare. Out-of-hours primary care, 

provided by GPs, is organised in large-scale cooperati ves covering almost all inhabitants. 

These cooperati ves are open in the evening, at night, and at weekends for acute GP care, 

and work in close collaborati on with hospital emergency departments. The GP cooperati ves 

off er protocolled telephone triage entailing the classifi cati on of urgency and need of care. 

The Dutch model of out-of-hours primary care is seen internati onally as exemplary and 

generally considered to be accessible, effi  cient, safe, well-organised, and of high quality. It 

is unclear to what extent this applies also to vulnerable pati ent groups, especially people 

with ID.

Out-of-hours primary care for people with ID is dynamic consequent to the infl uence of 

politi cal reforms and due to the ad-hoc out-of-hours setti  ng in which many diff erent 

professionals are involved. Litt le is known about the accessibility and quality of this care. 

Consequently, it can be said that out-of-hours primary care for people with ID is out-of-sight, 

out-of-touch, and out-of-mind:
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Out-of-sight – The organisational context of out-of-hours primary care for people with 

ID is influenced by the different housing arrangements in which people with ID live, and 

availability and organisation of local GP services, and specialist ID services. In this thesis, 

context is defined as elements within these settings addressed in terms whereby the 

influence of context on care can be understood. Currently, out-of-hours primary care for 

people with ID is out-of-sight for safety and quality improvements. 

Out-of-touch – The medical content of out-of-hours primary care for people with ID 

includes all medical aspects and information needed to better understand their care. This 

includes the frequency with which they request care, the urgency with which they need 

care, and the reason why they need care. When access to information is limited, health-

care professionals remain out-of-touch in terms of providing and facilitating adequate 

out-of-hours primary care to people with ID.

Out-of-mind – The concerns of healthcare professionals involved in out-of-hours primary 

care for people with ID are influenced by their experience and knowledge. Mainstream 

healthcare professionals are generally not that experienced in ID care, and professionals 

from ID services are generally not adequately trained to provide urgent care. Healthcare 

professionals are out-of-mind with out-of-hours primary care for people with ID when 

they are not experienced and trained.

To understand the dynamics and complexity of out-of-hours primary care for people with 

ID, this thesis takes a sensitive approach to the organisational context, a focus on medical 

content, and an appreciation of the different professionals` concerns. This thesis aims to 

provide insight into the context, content, and concerns in relation to out-of-hours primary 

care for people with ID, with the overall aim of identifying opportunities to improve the 

accessibility and quality of out-of-hours primary care for this patient group. More specifi-

cally, this thesis aims to: 

1.  explore the context and organisational arrangements of out-of-hours primary care 

provided within care provider services for people with ID.

2.  investigate the content of out-of-hours primary care in terms of the risk of 

requesting care, level of urgency, and commonly presented health problems of 

people with ID compared with the general population.

3.  gain insight into the concerns of healthcare professionals about the context and 

content of out-of-hours primary care for people with ID.
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Out-of-sight | Context
Chapter 2: Organisational arrangements

Chapter 2 aimed to explore the context and organisational arrangements of out-of-hours 

primary care provided within care provider services for people with ID. In this chapter, we 

describe the current out-of-hours arrangements at 68 care provider services for people with 

ID spread around the Netherlands. Representatives of the participating care provider services 

were telephone surveyed to get an understanding of the arrangements in place, problem 

areas experienced, and facilitating and inhibiting factors for delivering care. The results show 

the involvement of a myriad of professionals, medical and non-medical, including nurses, 

GPs, specialist ID physicians, daily care professionals, behavioural therapists, managers, and 

receptionists. GPs were involved in the provision of out-of-hours care in 77% of the care 

provider services for people with ID, mostly in alliance with a GP cooperative, but not always 

for all residents of these ID services. Specialist ID physicians were involved out-of-hours in 

43% of the care provider services, with varying roles as gatekeeper, primary caregiver, or 

consultant. Arrangements varied greatly with relation to organisational elements, specific 

care procedures, and logistical routines. In our data, no common model could be identified 

as structuring the existing out-of-hours care arrangements. 

Healthcare professionals were often not well enough prepared to provide efficient and good 

quality out-of-hours primary care: in 84% of care provider services for people with ID, the 

competence of daily care professionals in supporting out-of-hours care was found to be 

problematic. Additionally, in 72% of care provider services, the GPs’ competence in caring 

for people with ID was questionable, and in 69% the workload of specialist ID physicians 

in out-of-hours care was found to be problematic. The determination of urgency, or triage, 

of requests in out-of-hours primary care within the care provider services was performed 

by different professionals: in 49% it was done by residential nurses, whose safety of triage 

could be questioned, and in 54% by GP cooperatives with a validated classification system in 

place. Prerequisites at organisational level were deemed important, with adequate human 

resource management, continuity of care, and telephone accessibility. As an example, 

collaboration with GP cooperatives was considered cost-effective and facilitative for decen-

tralised ID group homes.

Out-of-hours primary care is a dynamic situation with different arrangements in place, and 

different professionals and parties involved. In addition, care arrangements are constantly 

changing: 54% of the care provider services stated that they were considering or planning 

changes in their out-of-hours care. The results also emphasised the complexity of, and the 
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need for, care which is better tailored to meet the needs of people with ID. Multidisciplinary 

collaboration in out-of-hours primary care is a prerequisite to good quality care for people 

with ID.

Out-of-touch | Content
Chapters 3 and 4: Risks, urgency, and health problems

The aim of Chapters 3 and 4 was to investigate the content of out-of-hours primary care 

in terms of the risk of requesting care, level of urgency, and commonly presented health 

problems of people with ID compared with the general population. Chapter 3 describes 

the service use of a group of 448 people with ID living at care provider services that receive 

care from GP cooperatives out-of-hours. In total, this group made 1,448 requests to the GP 

cooperative in 2014. That is 1.7 times more often than the general population did. Requests 

included advice by telephone, visits to the practice, and home visits by the GP. The degree 

of urgency of every request was rated on a 5-point scale by triage nurses in conformity with 

the national validated classification method. The results showed that the requests relating 

to the ID group were generally rated as less urgent than requests relating to the general 

population. The different distribution of urgency level entailed more than 60% of requests 

made by people with ID categorised as ‘counselling and advice’. A underlying cause of these 

findings, discussed in Chapter 3, was that the triage system is rather dichotomous and 

therefore lacks sensitivity to the specific health needs of people with ID.

In Chapter 4, a portion of this patient group aged 20 to 65 was selected, identifying 315 

people with ID requesting out-of-hours care at the GP cooperative in 2014. This chapter 

reports on the health problems most commonly presented by people with ID compared to 

those presented by the general population. The problems were routinely coded at the GP 

cooperative in the International Classification of Primary Care (ICPC-1) format. The three 

most commonly presented health problems in the ID group were: concerns about medical 

treatment (A13), epilepsy (N88), and cystitis (U71), of which only epilepsy was not presented 

in the top 10 most commonly presented health problems of the general population. Having 

an ID was associated with a higher probability of presenting with epilepsy and concerns 

about, and adverse effects of, medical treatment. The care demand, however, was not very 

different between the two groups, with half of the 10 most commonly presented health 

problems present in both groups. The 10 most commonly presented health problems of 

people with ID provide a clear and concise message to healthcare professionals and out-of-

hours GP services: the content of out-of-hours primary care to people with and without ID 

is not that different.
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Out-of-mind | Concerns
Chapter 5: Integrated view of professionals

Chapter 5 aims to get an integrated view of healthcare professionals’ perspectives on the 

context and content of out-of-hours primary care for people with ID. Ten daily care profes-

sionals, 10 triage nurses, and 7 GPs involved in the out-of-hours primary care of people 

with ID were interviewed and results thematically analysed. The results show four overar-

ching themes: safety of triage, collaboration between professionals involved, workflow, and 

quality of decision making. 

Concerns about the context of out-of-hours primary care related to healthcare professionals 

being unfamiliar with one another`s work settings at the ID care provider services and GP 

cooperatives, leading to not knowing what information is needed and how to involve one 

another in making decisions. As policies and responsibilities between ID care provider 

services and GP cooperatives are unclear, it is left to the individual healthcare professionals 

to adjust their routine and workflow on the job to fit the needs of patients with ID. Another 

challenge is that daytime patient files are often not accessible out-of-hours. Additionally, 

the triage protocols were deemed not suitable for all problems presented by people with ID. 

This chapter indicates that out-of-hours primary care for people with ID is more influenced 

by the context than by the actual content of care.

Chapter 6: General discussion

The findings in Chapters 2 to 5 indicate a strong interconnectedness between the context, 

content, and concerns within out-of-hours primary care: the thesis findings relate to all 

three fields. As exemplified by the findings on the higher risk of requesting out-of-hours 

care (Chapter 3), it seems that it in itself relates to the content of care. However, the risk of 

requesting care is influenced by the context of care, for instance daily care professionals’ level 

of skills or experience in assessing the need for medical care (Chapters 2 and 5). The higher 

risk of requesting care influenced the professionals’ concerns in that they, for instance, felt 

that some of the requests could have been avoided if there had been a proper policy around 

safe medication distribution, supporting their assessment of a situation (Chapters 3 and 5). 

In sum, it is important to know how the context, content, and concerns are interconnected 

when considering improvements to out-of-hours primary care for people with ID.
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This thesis identified three discussion points that need to be taken into account concerning 

out-of-hours primary care for people with ID: 1) the dynamics of out-of-hours primary care 

for people with ID, 2) integrating the client perspective in healthcare, and 3) the visibility of 

people with ID in health monitoring. 

Dynamics of out-of-hours primary care for people with ID 

Out-of-hours primary care for people with ID has a multitude of different arrangements in 

place (Chapter 2), many different healthcare professionals involved who are not familiar to 

one another (Chapters 2 and 5), and service needs of people with ID that are not aligned 

with out-of-hours services (Chapters 3 and 4). In the literature, such a system is described 

as complex: comprising different networks that interact on different levels and produce 

unpredictable results. Thinking of out-of-hours primary care for people with ID as a complex 

system allows us to improve its quality as a whole.

This thesis shows that the organisational context of care, more than the medical content 

itself, has a significant impact on how out-of-hours primary care is delivered to people with 

ID and how healthcare professionals experience it. To improve the out-of-hours primary 

care for people with ID, the context of care first has to be thoroughly outlined and addressed 

in a collaborative network. In addition, three practical approaches to health improvement 

result from the thesis findings. First, standard operating practices need to be adapted to 

ensure the accessibility of out-of-hours healthcare services for people with ID (Chapters 2, 3, 

4, and 5). Next, for healthcare professionals to be able to provide safe care to this vulnerable 

patient group, access to comprehensive medical information needs to be ensured (Chapters 

2 and 5). Lastly, healthcare professionals need to be better trained: daily care professionals 

need to be trained in health and healthcare skills, and GPs and GP cooperative staff need to 

be trained in the specifics of ID care (Chapters 2, 3, 4, and 5). These approaches will prove 

useful in the dialogue between ID care provider services and GP cooperatives.
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There are only 230 specialist ID physicians in the Netherlands, making it seem impossible 

to cover the full out-of-hours primary care without collaboration with GPs and GP cooper-

atives. GPs, for their part, experience a high workload regarding complex ID cases (Chapter 

5). The shift to large-scale GP cooperatives in the year 2000 reduced the problem that GPs 

experienced with the high workload. Simply passing the burden of caring for people with 

ID from a specialist ID physician to the GP cooperative, or the other way around, will not 

provide any solution in the dynamics of out-of-hours care. The thesis findings suggest that 

the key lies in combining forces, expertise, and collaboration between ID care provider 

services and GP cooperatives. 

Integrating the ID perspective in healthcare 

The perspective of people with ID is often not visible in healthcare reform or healthcare 

services innovations. This thesis provides valuable information on what out-of-hours primary 

care for people with ID entails regarding opening up opportunities to engage people with ID 

meaningfully. When properly supported, people with ID are able to grasp, and reflect upon, 

the complexity of healthcare and healthcare innovations. 

People with ID have a higher probability of requesting out-of-hours primary care compared 

with the general population (Chapter 3). The question is: do we need to find ways to reduce 

the frequency of these contacts, or is this justified on the grounds of equity? Equity is 

concerned with creating equal opportunities for health and reducing health disparities to 

the lowest level possible. Equitable healthcare starts with primary care that is accessible 

to everyone, especially to vulnerable groups like people with ID, and it should be high on 

the agenda of all services involved in out-of-hours primary care. In addition to equity, the 

ID perspective should be integrated in healthcare by enhancing healthcare professionals’ 

awareness of the inequalities faced by people with ID in out-of-hours primary care. 
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Visibility for people with ID in health monitoring

Healthcare inequities make it necessary to monitor the health of vulnerable groups. People 

with ID, however, are generally not considered as a distinct group of healthcare users, and are 

not recognised in national health monitoring programs. The same applies in this research, 

where people with ID were difficult to identify in the GP cooperative data. In daytime people 

with ID can be identified in Dutch GP practices by an ICPC code (P85), of which the use needs 

to be promoted. Achieving health for all means that primary and community healthcare 

services and health monitoring research must not ignore the ID population. Carrying out this 

thesis research and working together with ID care provider services and GP cooperatives has 

already enhanced awareness and shows us that out-of-hours primary care for people with 

ID is in need of research and policy that brings improvement.

Out-of-hours primary care in the Netherlands in general is well researched, safe, and strongly 

positioned. The findings in this thesis suggest that people with ID do not optimally profit 

from this and reveal some of the inefficient state and poor quality of out-of-hours primary 

care for people with ID. In sum, this calls for more attention on how health services research 

should be set up to include subgroup analysis of vulnerable groups. 

CONCLUSION 

Out-of-hours primary care for people with ID is an unexplored area. This thesis explored 

its current state in terms of organisational context, medical content, and professionals’ 

concerns and reveal aspects of the inefficient state and poor quality of out-of-hours primary 

care for people with ID. The findings on context, content, and concerns showed that they 

were interconnected, with all findings being related to all three fields. The only way to get 

in-sight, in-touch, and in-mind with the out-of-hours primary care for people with ID is to look 

at it as a whole. Our recommendations respect the interconnectedness and complexity of 

out-of-hours primary care for people with ID. It is imperative that practitioners, researchers, 

policymakers, and educators take these recommendations to heart in striving towards equi-

table access to good quality care.
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Recommendations: in-sight, in-touch, and in-mind

Practice
Deal with the dynamics of out-of-hours primary care for people with ID. Start by collab-

orating between specialist ID physicians and GPs, and on an organisation level between 

ID care provider services and GP out-of-hours services. In a collaborative network, make 

sure to outline the context of care thoroughly, stimulate continuity in healthcare profes-

sionals, provide access to medical information, and identify people with ID within admin-

istration systems. Stand together in providing equitable access to out-of-hours primary 

care for people with ID.

Research
Apply a complexity thinking approach to improve out-of-hours primary care and involve 

people with ID in research. Find methods to monitor the health and healthcare services 

for people with ID through routine data. Develop measures and targets for quality care in 

out-of-hours primary care for people with ID.

Policy
Provide for equitable access to out-of-hours primary care for people with ID and be 

informed on the fragilities of this care. Empower people with ID and their support 

network to take an active part in the organisation of care. Facilitate professional organi-

sations involved in out-of-hours primary care for people with ID to collaborate. Support 

health monitoring research and activities for people with ID. 

Education
Educate people with ID and their support network to take an active part in healthcare. 

Educate daily care professionals in health and healthcare. Enhance healthcare profes-

sionals’ awareness of health inequities.
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 NEDERLANDSTALIGE SAMENVATTING

Hoofdstuk 1: Algemene introducti e

Er is weinig bekend over eerstelijnszorg voor mensen met verstandelijke beperking (VB) in 

de avond, nacht en weekenden. Mensen uit de algemene populati e maken gebruik van de 

huisartsenpost. Voor mensen met VB is dit echter niet vanzelfsprekend. De kennis die we 

tot dit moment hebben, is voornamelijk gebaseerd op individuele ervaringen en niet eerder 

structureel in kaart gebracht.

Mensen met VB hebben een kortere levensverwachti ng en hogere ziektecijfers in verge-

lijking met de algemene populati e. Dit komt onder andere door gezondheidsproblemen die 

met de VB en het syndroom samenhangen. Toch zijn er meer redenen voor de gezond-

heidsverschillen. Mensen met VB ervaren moeilijkheden bij toegang tot zorg, waaronder 

ook de acute zorg en zorg in de avond, nacht en weekenden. Het gaat dan bijvoorbeeld om 

communicati eproblemen en het ontbreken van informati e over de gezondheid van degene 

waarover contact wordt opgenomen. Hierom is het belangrijk de zorg in de eerste lijn en de 

avond, nacht en weekenden voor deze groep te verbeteren en daarmee bij te dragen aan 

het verkleinen van de gezondheidsverschillen. 

Er zijn geen exacte cijfers over het aantal mensen met VB in Nederland: volgens schatti  ngen 

zijn er 112.000-231.000 mensen met VB. De helft  daarvan woont binnen zorgorganisati es 

en de andere helft  woont in de maatschappij. Recente beleidswijzigingen zijn er op gericht 

om mensen met VB zo lang mogelijk in de maatschappij en buiten zorginstellingen te laten 

wonen. Dit heeft  ook consequenti es voor de medische zorg aan mensen met VB en de 

toenemende rol van de huisarts in deze zorg. Nederland heeft  als enige land ter wereld een 

specialisme in het beroep van de arts voor verstandelijk gehandicapten (AVG), deze speelt 

ook een belangrijke rol in de medische zorg voor deze groep. De AVG was oorspronkelijk 

met name werkzaam binnen de setti  ng van zorgorganisati es maar volgt de trend van decen-

tralisering en gaat steeds meer over op poliklinische werken op verwijzing van huisarts en 

specialist. De rol van de AVG in de zorg in de avond, nacht en weekenden is echter niet 

duidelijk en wordt overal anders ingevuld.

In Nederland is de eerstelijnszorg in de avond, nacht en weekenden georganiseerd in huis-

artsenposten waarin huisartsen samenwerken en ondersteund worden door triagisten. Deze 

zorg staat bekend als toegankelijk, effi  ciënt, veilig en goed georganiseerd. Voor de algemene 

populati e is er veel onderzoek naar deze zorg uitgevoerd, voor mensen met VB is dit nog 

niet eerder systemati sch onderzocht. De zorg voor mensen met VB in de avond, nacht en 

weekenden is kwetsbaar. Het betreft  een complexe doelgroep in een ad-hoc situati e waarbij 
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vaak niet alle benodigde kennis en ervaring voorhanden is. Er is geen standaard vorm van 

organiseren zoals deze er wel is voor de algemene populatie en er zijn geen voorbeelden 

bekend van ‘best practices’. De organisatorische context is onbekend. Het beeld is ontstaan 

dat mensen met VB een grote druk leggen op de huisartsenpost maar cijfers over het zorg-

gebruik van deze groep, in vergelijking tot de algemene populatie, ontbreken. Hierdoor is 

er geen inzicht in de medische inhoud van deze zorg voor mensen met VB en de manier 

waarop zorgorganisaties en huisartsenposten hierop in kunnen spelen. Als laatste zijn er 

veel verschillende professionals betrokken bij de zorg in de avond, nacht en weekenden 

voor deze groep. De ervaringen van de belangrijke spelers, zoals huisartsen, triagisten en 

woonbegeleiders zijn niet bekend. Het is niet duidelijk wat zij nodig hebben om goede zorg 

te leveren voor deze groep in de avond, nacht en weekenden en wat zij hiervoor nodig 

hebben. Ook dit draagt bij aan het niet inzichtelijk zijn van waar verbeteringen kunnen 

liggen.

Dit proefschrift richt zich daarom op 1) de organisatorische context, 2) de medische inhoud 

en 3) de ervaringen van betrokken professionals in de eerstelijnszorg in de avond, nacht en 

weekenden voor mensen met VB.

Hoofdstuk 2: Organisatorische context

Hoofdstuk 2 heeft als doel de organisatiecontext te verkennen van de eerstelijnszorg in de 

avond, nacht en weekenden binnen zorgorganisaties voor mensen met VB. Vertegenwoor-

digers van 68 zorgorganisaties voor mensen met VB in Nederland zijn telefonische geïnter-

viewd. Resultaten laten zien dat er veel verschillende professionals betrokken zijn in de zorg 

in de avond, nacht en weekend. Opvallend daarbij was dat er naast medisch personeel ook 

veel niet-medisch personeel betrokken is. Bij 77% van de zorgorganisaties was de huisarts, 

meestal vanuit een huisartsenpost, betrokken, maar vaak niet voor alle bewoners van de 

zorgorganisaties. Bij 43% van de zorgorganisaties waren AVGs betrokken vanuit verschil-

lende rollen: als poortwachter voor de huisarts, als eerstelijns zorgverlener of als consulent 

voor de huisarts. Bij 84% van de zorgorganisaties werd genoemd dat de competentie van 

woonbegeleiders onvoldoende was voor het ondersteunen van deze zorg. In 72% van de 

zorgorganisaties werd de competentie van de huisarts in de zorg voor mensen met VB in 

twijfel getrokken en in 69% bleek de werklast van AVGs in de avond, nacht en weekenden 

problematisch. De gebruikte zorgprocedures binnen de zorgorganisaties liepen sterk uiteen. 

Daarbij veranderden de regelingen voortdurend: 54% van de zorgorganisaties verklaarde 

van plan te zijn hun avond, nacht en weekendzorg anders te organiseren. 
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Hoofdstuk 3 & 4: Medische Inhoud

Hoofdstuk 3 en 4 kijken naar de medisch inhoudelijke kant van de eerstelijnszorg in de avond, 

nacht en weekenden voor mensen met VB vergeleken met de algemene populatie. Hiervoor 

is gebruik gemaakt van data van de huisartsenpost over het jaar 2014. De frequentie van 

zorgvragen, de mate van urgentie en de meest frequent gepresenteerde gezondheids-

problemen zijn in kaart gebracht. Hoofdstuk 3 beschrijft het zorggebruik van een groep van 

448 personen met VB die bij zorgorganisaties wonen en zorg ontvangen van huisartsen-

posten. In totaal heeft deze groep in 2014 1.448 contacten gehad met de huisartsenposten: 

dat is 1,7 keer vaker dan de algemene populatie. Contacten betreffen telefonisch advies, 

bezoeken aan de praktijk of huisbezoeken. De urgentie van elk contact wordt door triagisten 

op een 5-puntsschaal gescoord volgens de nationale gevalideerde classificatiemethode. De 

zorgvragen van de groep van mensen met VB werden over het algemeen als minder urgent 

beoordeeld dan verzoeken van de algemene populatie. 

Hoofdstuk 4 rapporteert over de meest frequent gepresenteerde gezondheidsproblemen 

bij mensen met VB en vergelijkt deze met de algemene populatie. Gezondheidsproblemen 

worden gecodeerd middels de ICPC-1 (International Classification of Primary Care). De 

drie meest voorkomende gezondheidsproblemen in de groep van mensen met VB waren: 

bezorgdheid over medische behandeling, epilepsie en urineweginfectie. Alleen epilepsie 

komt daarvan niet terug in de top tien van de algemene populatie en de helft van de 10 

meest voorkomende gezondheidsproblemen komt in beide groepen voor. De inhoudelijke 

zorgvraag van mensen met VB op de huisartsenpost verschilt daarmee weinig met die van 

de algemene populatie. Wel hebben mensen met VB een hogere kans op het presenteren 

met epilepsie en bezorgdheid over en bijwerkingen van medische behandeling. 

Hoofdstuk 5: Ervaringen van betrokken professionals

Hoofdstuk 5 geeft inzicht in de ervaringen van woonbegeleiders, triagisten en huisartsen die 

betrokken zijn bij de eerstelijnszorg in de avond, nacht en weekenden voor mensen met VB. 

De interviews richtten zich op het uitvragen van ervaringen met de organisatorische context 

en medische inhoud van deze zorg. De analyse resulteerde in vier overkoepelende thema’s: 

veiligheid van triage, samenwerking tussen betrokken professionals, workflow en kwaliteit 

van besluitvorming. De analyse geeft het beeld dat dat eerstelijnszorg in de avond, nacht en 

weekenden voor mensen met VB meer wordt beïnvloed door de organisatorische context 

dan door de medische inhoud van zorg.
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De geïnterviewde zorgprofessionals gaven aan dat ze onbekend waren met elkaars orga-

nisatorische context en werkomgevingen. Daardoor wisten ze niet welke informatie nodig 

was en hoe ze elkaar konden betrekken bij het nemen van beslissingen. De verantwoorde-

lijkheden tussen zorgorganisaties en huisartsenposten zijn vaak niet vastgelegd, daardoor 

is het aan de individuele zorgprofessional om diens routine aan te passen aan de zorgvraag 

van patiënten met VB. Een extra uitdaging daarbij is dat de medische dossiers van overdag 

vaak niet toegankelijk zijn in de avond, nacht en weekenden. Daarnaast lijken de triage-pro-

tocollen, die gebaseerd zijn op de algemene populatie, niet altijd geschikt om de urgentie te 

bepalen bij mensen met VB. 

Hoofdstuk 6: Algemene discussie

Dit proefschrift laat een sterke samenhang zien tussen de context, inhoud en hoe betrok-

kenen de zorg ervaren zien. Een voorbeeld hierbij is de hogere frequentie van zorgvragen 

bij mensen met VB (hoofdstuk 3). Dat is een bevinding op het gebied van de medische 

inhoud van zorg. Het wordt echter sterk beïnvloed door de organisatiecontext: bijvoorbeeld 

wanneer het kennisniveau van woonbegeleiders te kort schiet bij het beoordelen van een 

gezondheidsklacht en daardoor vroegtijdig contact op genomen wordt met de huisartsen-

post (hoofdstuk 2 en 5). Dit heeft dan weer invloed op hoe bijvoorbeeld de huisarts de zorg 

ervaart en vindt dat de zorgvraag voorkomen had kunnen worden met betere scholing van 

woonbegeleiders (hoofdstuk 3 en 5). Bij het verbeteren van de eerstelijnszorg in de avond, 

nacht en weekenden voor mensen met VB is het dus belangrijk om te kijken naar de samen-

hang tussen de context, inhoud en ervaringen en deze niet los van elkaar te benaderen. Op 

basis hiervan zijn in dit proefschrift drie aanbevelingen tot stand gekomen: 1) Aandacht voor 

samenhang; 2) Integratie van het cliëntperspectief in de gezondheidszorg; en 3) Zichtbaar-

heid van mensen met VB in gezondheidsmonitoring.

Aandacht voor samenhang

De eerstelijnszorg in de avond, nacht en weekenden voor mensen met VB kenmerkt zich 

door de vele verschillende manieren waarop deze georganiseerd is (hoofdstuk 2), veel 

verschillende zorgprofessionals die elkaars context niet kennen (hoofdstuk 2 en 5) en zorg 

die niet specifiek afgestemd is op de zorgbehoefte van mensen met VB (hoofdstuk 3 en 

4). Dit maakt de zorg in de avond, nacht en weekenden voor mensen met VB een complex 

systeem. Door aandacht te besteden aan de complexiteit en samenhang van de context, 

inhoud en ervaringen, kunnen we de zorg verbeteren.
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Er zijn momenteel 230 AVGs in Nederland, waarmee het onmogelijk is om de volledige 

eerstelijnszorg in de avond, nacht en weekenden te dekken zonder intensieve samen-

werking met huisartsen en huisartsenposten. Huisartsen ervaren tegelijkertijd een hoge 

werklast met betrekking tot complexe VB-patiënten (hoofdstuk 5). Het doorsluizen van de 

zorg voor mensen met VB van AVG naar de huisarts, of andersom, biedt geen oplossing voor 

de complexiteit van deze zorg. De sleutel ligt in het bundelen van krachten, expertise en 

samenwerking tussen zorgorganisaties en huisartsenposten. 

Er zijn vier praktische aanbevelingen om samenwerking tussen zorgorganisaties en huisart-

senposten te faciliteren en de eerstelijnszorg in de avond, nacht en weekenden te optima-

liseren: 1) Elkaars werkomgevingen grondig schetsen; 2) Werkmethodes afstemmen om de 

toegankelijkheid van zorg voor mensen met VB te waarborgen (hoofdstuk 2 - 5); 3) Toegang 

tot uitgebreide medische informatie faciliteren (hoofdstuk 2 en 5); 4) Professionals middels 

opleiding ondersteunen: woonbegeleiders in gezondheidsvaardigheden en kennis over de 

gezondheidszorg, en huisartsen en triagisten in de specifieke zorg voor mensen met VB 

(hoofdstuk 2 - 5). 

Integratie van het cliëntperspectief in de gezondheidszorg

Het perspectief van mensen met VB is vaak niet zichtbaar in de gezondheidszorg. Wanneer 

mensen met VB op de juiste manier worden ondersteund, kunnen ze goed meedenken over 

de zorg die aan hen wordt geleverd. Dit proefschrift beschrijft de eerstelijnszorg in de avond, 

nacht en weekenden voor mensen met VB wat een voorwaarde is om hen op een betekenis-

volle manier mee te laten denken over deze zorg. 

Het is de vraag of het hogere aantal contacten van mensen met VB te rechtvaardigen is 

op grond van mogelijke kwetsbaarheid (hoofdstuk 3). Gelijkheid betekent het creëren van 

gelijke kansen op gezondheid en het minimaliseren van gezondheidsverschillen. Gelijkheid 

begint met eerstelijnszorg die voor iedereen toegankelijk is, in het bijzonder voor kwetsbare 

groepen zoals mensen met VB. 
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Zichtbaarheid voor mensen met VB bij gezondheidsmonitoring

Het is belangrijk om kwetsbare groepen specifiek te monitoren op gezondheidsverschillen. 

Mensen met VB zijn nauwelijks identificeerbaar in nationale programma’s voor gezondheids-

registratie. Dit ondervonden wij ook bij het uitvoeren van ons onderzoek: mensen met VB 

waren moeilijk te herkennen in de gegevens van de huisartspost (hoofdstuk 3 en 4). In de 

huisartsenpraktijk overdag is er een reeds bestaande manier om mensen met VB te identi-

ficeren, middels een ICPC-code (P85). Het gebruik hiervan zal echter gestimuleerd moeten 

worden om grotere groepen van mensen met een VB te kunnen vervolgen. 

Conclusie

Dit proefschrift beschrijft de huidige staat van deze zorg en laat delen zien van de ineffici-

entie en mindere kwaliteit van de eerstelijnszorg in de avond, nacht en weekenden voor 

mensen met VB. Ons onderzoeksdoel was gericht op het in kaart brengen van de organi-

satorische context, medische inhoud en ervaringen van zorgprofessionals welke onderling 

nauw samen bleken te hangen. De aanbevelingen van dit proefschrift houden rekening met 

de samenhang en complexiteit van de eerstelijnszorg in de avond, nacht en weekenden voor 

mensen met VB. 
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Aanbevelingen

Praktijk
Houd rekening met de complexiteit van de eerstelijnszorg in de avond, nacht en week-

enden voor mensen met VB. Begin met samenwerking tussen AVGs en huisartsen en 

op organisatieniveau met zorgorganisaties voor mensen met VB en huisartsenposten. 

Zorg in een samenwerkingsnetwerk voor een grondige schets van de context van zorg, 

stimuleer continuïteit in zorgprofessionals, zorg voor toegang tot medische informatie en 

identificeer mensen met VB in administratiesystemen. Zorg samen voor gelijkwaardige 

toegang tot eerstelijnszorg in de avond, nacht en weekenden voor mensen met VB.

Onderzoek
Hanteer een aanpak gericht op systeemdenken om de eerstelijnszorg in de avond, nacht 

en weekenden te verbeteren en betrek mensen met VB in onderzoek. Vind methoden om 

gezondheidsdiensten te monitoren middels routinegegevens en monitor de gezondheid 

van mensen met ID. Ontwikkel kwaliteitscriteria en doelen voor de eerstelijnszorg in de 

avond, nacht en weekenden voor mensen met VB.

Beleid
Stel mensen met VB en hun ondersteuningsnetwerk in staat actief deel te nemen aan de 

organisatie van zorg. Faciliteer beroepsgroepen om samen te werken in de eerstelijnszorg 

in de avond, nacht en weekenden voor mensen met VB. Ondersteun onderzoek en activi-

teiten op het gebied van gezondheidsmonitoring voor mensen met VB.

Opleiding
Leer mensen met VB en hun ondersteuningsnetwerk om actief deel te nemen aan de 

gezondheidszorg. Leid woonbegeleiders beter op in gezondheidsvaardigheden en 

gezondheidszorg. Vergroot het bewustzijn van zorgprofessionals over gezondheidsonge-

lijkheden bij mensen met VB.
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Hoofdstuk 1 - Inleiding

    

• Dit boek gaat over de zorg in de avond, nacht en weekenden voor mensen 
met verstandelijke beperkingen.

• Het gaat over eerstelijnszorg: dat is alle medische hulp die meteen 
toegankelijk is voor iedereen met een zorgvraag

• Mensen zonder verstandelijke beperkingen gaan in de avond, nacht en 
weekenden meestal naar de huisartsenpost met een zorgvraag. 

• Voor mensen met verstandelijke beperkingen die wonen binnen zorgor-
ganisati es is de zorg in de avond, nacht en weekenden vaak anders gere-
geld.

• Op de huisartsenpost is de zorg goed en er gebeurt veel onderzoek naar 
hoe het nog beter kan.

• We weten niet goed hoe de zorg voor mensen met verstandelijke 
beperkingen in de avond, nacht en weekenden in elkaar zit en of het 
veilig is.

• Daarover doen we onderzoek.

We kijken naar 3 dingen:
• Omgeving: over hoe de zorg geregeld is.
• Inhoud: over wat de zorgvraag is.
• Ervaring: over wat zorgverleners ervan vinden.

Dit onderzoek wil 4 vragen beantwoorden over de zorg over mensen met 
verstandelijke beperkingen in de avond, nacht en weekenden:
 Hoofdstuk 1 - Hoe is de zorg geregeld?
 Hoofdstuk 2 - Hoe vaak gaan ze naar de huisartsenpost?
 Hoofdstuk 3 -  Voor welke gezondheidsproblemen gaan ze naar de huis-

artsenpost?
 Hoofdstuk 4 - Hoe denken de zorgverleners over de zorg?
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Hoofdstuk 2 - Omgeving

We hebben onderzoek gedaan met een vragenlijst. 
We hebben 68 zorginstellingen gesproken.
We onderzochten hoe de zorg geregeld is in de 
avond, nacht en weekenden.

Wat we geleerd hebben:
• De zorg in de avond, nacht en weekenden 

binnen zorgorganisaties is overal anders 
geregeld.

• Vaak zijn er huisartsen betrokken en soms 
artsen voor verstandelijk gehandicapten.

• Er zijn medewerkers betrokken zonder 
medische opleiding. 

• Het is vaak onduidelijk wie waarvoor verant-
woordelijk is.

Er is meer onderzoek nodig om te kijken of de zorg 
voor mensen met verstandelijke beperkingen wel 
veilig is. 
Zorgverleners moeten beter samenwerken in de 
avond, nacht en weekenden.
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Hoofdstuk 3 - Inhoud

We hebben onderzoek gedaan met gegevens van 
de huisartsenpost.
Er zijn gegevens van mensen met en zonder 
verstandelijke beperkingen.
De gegevens gaan over hoe vaak iemand belt en 
hoe dringend de vraag is. 
We onderzochten hoe vaak mensen met 
verstandelijke beperkingen gebruik maken van 
de huisartsenpost.

Wat hebben 2 dingen geleerd:
• Mensen met verstandelijke beperkingen die 

wonen binnen zorginstellingen gaan vaker 
naar de huisartsenpost.

• De vragen van mensen met verstandelijke 
beperkingen zijn minder dringend.

Het is onduidelijk of de huisartsenpost goed kan 
inschatten hoe dringend de vragen zijn bij mensen 
met verstandelijke beperkingen.
Het is ook onduidelijk of de minder dringende 
vragen in de avond, nacht en weekenden wel 
nodig zijn.
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Hoofdstuk 4 - Inhoud

We hebben onderzoek gedaan met gegevens van 
de huisartsenpost.
Er zijn gegevens van mensen met en zonder 
verstandelijke beperkingen.
De gegevens gaan over waarmee iemand naar de 
huisartsenpost belt.
We onderzochten voor welke gezondheidspro-
blemen mensen met verstandelijke beperkingen 
gebruik maken van de zorg in de avond, nacht en 
weekenden.

Wat we geleerd hebben:
• Mensen met verstandelijke beperkingen die 

wonen binnen zorginstellingen hebben vaker 
vragen over epilepsie, medicijnen en bijw-
erkingen.

• De gezondheidsproblemen van mensen met 
verstandelijke beperkingen zijn verder niet zo 
anders dan die van de mensen zonder verstan-
delijke beperkingen.

De huisartsenpost heeft weinig ervaring met 
epilepsie en er is scholing nodig.
Zorginstellingen moeten afspraken maken over 
medicijnen en er is scholing nodig voor begeleiders.
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Hoofdstuk 5 - Ervaring

We hebben interviews gedaan.
We hebben huisartsen, doktersassistentes en 
woonbegeleiders gesproken.
We onderzochten hoe deze zorgverleners denken 
over de zorg voor mensen met verstandelijke 
beperkingen in de avond, nacht en weekenden.

We hebben 4 dingen geleerd:
• Het is moeilijk te weten hoe dringend een 

vraag is bij mensen met verstandelijke beper-
kingen.

• Er zijn geen duidelijke afspraken tussen de 
zorginstelling en huisartsenpost.

• Zorgverleners moet zich aanpassen wanneer 
iemand met een verstandelijke beperking ziek 
is.

• Er is veel onduidelijk over wie welke beslis-
singen neemt.

Afspraken tussen de zorginstelling en huisartsen-
post zijn nodig.
Zodat zorgverleners beter kunnen samenwerken 
in de avond, nacht en weekenden.
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Hoofdstuk 6 - Discussie

In dit hoofdstuk bespreken we wat we geleerd hebben van dit onderzoek.

We hebben gekeken naar 3 dingen:
• Omgeving: over hoe de zorg geregeld is.
• Inhoud: over wat de zorgvraag is.
• Ervaring: over wat zorgverleners ervan vinden.

IN
H

O
UD

OMGEVING
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N

G

In het midden van het plaatje komen de 3 dingen samen.
Het is belangrijk altijd te kijken naar de omgeving, inhoud en de ervaringen.
Vanuit daar kun je de zorg verbeteren.

Tips om de zorg te verbeteren:
• Hou er rekening mee dat de zorg steeds verandert. 
•  Hou er rekening mee dat de omgeving, inhoud en ervaringen met elkaar 

te maken hebben.
• Betrek mensen met verstandelijke beperkingen en hun naasten.
•  Zorg dat er meer gegevens verzameld worden over mensen met verstan-

delijke beperkingen.

De picto`s - op één na - komen van www.sclera.be
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Gedur ende de eerste maanden van mijn opleiding tot arts voor verstandelijk gehandicapten 

(AVG) vernam ik dat er mogelijkheden waren dit te combineren met promoti eonderzoek. 

De prakti jk prikkelde me om die mogelijkheid te verkennen. Na vele onderzoeksgroepen 

bezocht te hebben, landde ik in het Nijmeegse waar ik het traject aandurfde. Nu, jaren later, 

mag ik allen die mij hierin hebben bijgestaan bedanken.

Dr. ir. Jenneken Naaldenberg, allereerst bedank ik jou voor je geduld en steun als mijn dage-

lijks begeleider en copromotor. Je was vanaf het begin van mijn onderzoekstraject onmis-

baar. In je begeleiding waardeer ik je natuurlijke en respectvolle manier waarop je me de 

weg wees. Je wist me keer op keer te moti veren ook wanneer ik vastliep en zag humor in 

mijn spelfouten. 

Prof. dr. Henny van Schrojenstein Lantman – de Valk, mijn promotor, graag wil ik jou 

bedanken voor je tomeloze inzet, ook na je emeritaat. Bij jou voelde ik me direct welkom 

en gewaardeerd toen ik over mijn ideeën voor een AIOTO-traject wilde sparren. Je staat 

met toewijding voor de doelgroep en het vakgebied van de AVG; je bent daarmee mijn 

voorbeeld. Dank voor je persoonlijke betrokkenheid en kriti sche blik.

Prof. dr. Pim Assendelft , mijn tweede promotor, bedankt voor je begeleiding en verhelde-

rende blik die vaak de spijker op de kop sloeg. Tijdens de promotorenoverleggen kwam je 

geregeld als een-duveltje-uit-het-doosje achter je laptop vandaan met een scherpe aanvul-

ling vanuit een vernieuwend perspecti ef en ti lde je de discussie naar een hoger niveau. Dank 

voor je laid-back houding en scherpe feedback.

Prof. dr. Geraline Leusink, als tweede copromotor stapte je halverwege in in het traject. 

Ik waardeer je frisse blik en bestuurders-perspecti ef dat soms net het puntje op de ‘i’ 

wist te zett en. Het is moti verend om te zien met hoeveel gedrevenheid je staat voor onze 

onderzoeksgroep en hoe je op eigengereide manier zorgt voor uitbreiding van sponsoren 

en partners.

De leden van de manuscriptcommissie prof. dr. Gert Westert, prof. dr. Michael Edwards, 

dr. Dederieke Maes-Festen en de aanvullende leden van de promoti ecommissie dr. Berti ne 

Lahuis, prof. dr. Job Metsemakers, prof. dr.  Maria van den Muijsenbergh en prof. dr. Sara 

Willems, dank voor de investering in dit proefschrift  en de bijdrage ti jdens de verdediging.

Zorgorganisati e Daelzicht heeft  dit proefschrift  mogelijk gemaakt door een samenwerking 

aan te gaan met het Radboudumc en mij te detacheren. Dank voor de kans die ik daarmee 
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kreeg om mezelf te ontwikkelen en een belangrijk onderwerp op de kaart te mogen zetten. 

Mijn collega`s bij Daelzicht wil ik bedanken voor hun flexibiliteit en interesse in mijn onder-

zoek. In het bijzonder wil ik Danielle Peet, Josianne van Gerven en Angelique Dijkgraaf 

noemen; ik had me geen betere collega`s kunnen wensen. 

Mijn dank gaat uit naar de Academische Werkplaats Sterker op eigen benen, die dit proef-

schrift mogelijk heeft gemaakt door de samenwerking tussen het Radboudumc, Daelzicht 

en zorgorganisaties voor mensen met verstandelijke beperkingen: Dichterbij, Driestroom,  

`s Heerenloo, Koraal, ORO, Philadelphia, Pluryn en Siza. Deze samenwerking bood de moge-

lijkheid om deelnemers te zoeken en resultaten te bespreken, waar ik erg dankbaar voor 

ben.

De AVG-opleiding aan het Erasmus Medisch Centrum heeft dit onderzoek mogelijk gemaakt 

door samen te werken met Daelzicht en het Radboudumc. Daarbij wil ik Frans Ewals en 

Hanneke Veeren bedanken voor hun interesse in mijn persoonlijke ontwikkeling en het 

onderzoekstraject: ik heb me altijd gesteund gevoeld door jullie.

Het CIHN en de huisartsenposten Nijmegen en Boxmeer wil ik graag bedanken voor de 

samenwerking. Bij de start van het traject hebben Marion Borghuis, Sabine Verheggen en 

Sander Gaal meegedacht over hoe we de zorg voor mensen met verstandelijke beperkingen 

in kaart kunnen brengen. Dank voor jullie kundige kijk op zorg en interesse in ons project.

Mijn mentor Angela Maas wil ik bedanken voor haar empowerment. Je bent een groot voor-

beeld voor iedere vrouw die aan een academische carrière werkt. 

Nick Lennox, thank you for your enthusiasm and personal approach, it empowered me in 

doing research. I really enjoyed your visits to Nijmegen and my visit in Brisbane.

Mijn collega`s en oud-collega`s van Sterker op eigen benen, Freek, Lotte, Francine, Cis, 

Milou, Kristel, Maarten, Monique, Joyce, Bianca, Joep, Kris, Milou, Wijnand, Masha, Anne 

en Marian: dankzij jullie is onderzoek doen gezellig en een teamaangelegenheid. Tessa 

en Noortje, het was fijn om samen op te trekken in promotieonderzoek en lief en leed te 

kunnen delen met jullie twee. Dank dat jullie mijn paranimfen willen zijn. Mijn collega`s 

Anneke en Henk wil ik in het bijzonder bedanken voor hun hulp als co-onderzoekers: ik 

vond het altijd erg leuk en leerzaam om met jullie samen te werken. Mijn AVG-collega`s 

binnen Eerstelijnsgeneeskunde, Mathilde, Esther, Tonnie, Katrien, Fleur en Helen, wil ik ook 

bedanken: ik kijk er naar uit om met jullie te blijven samenwerken aan goede zorg voor 

mensen met verstandelijke beperkingen. Anja, bedankt dat je altijd voor me klaar stond. 
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Hilde, fijn dat jij er was net op het moment dat ik om methodologische begeleiding verlegen 

zat, dank voor je kundige hulp en persoonlijke interesse.

Mijn collega`s binnen Eerstelijnsgeneeskunde, Guus Busser, Hugo Stappers, Lidwien Bernsen 

en IQ Healthcare, Marleen Smits en Paul Giessen wil ik bedanken voor de fijne samen-

werking in onderwijs en onderzoek. Mijn Impuls-collega`s, Loes, Judith, Sandra, Sara, Linda, 

Nicoline, Irene, Claudia, Tessa, Marieke, Danielle, Manon, Dorike, Ragna, Manja, Renée, 

Mariëlle, Josien, Liselotte, Veerle en Deliane: dank voor de gezellige gesprekken aan de 

lunchtafel. De onderzoeks-stagiaires, Veronique, Janne en Iris, en de onderzoeksassistentes, 

Erica, Ine, Monique, Kyra en Mieke: dank voor jullie inzet en ondersteuning bij het uitvoeren 

van verschillende deelonderzoeken. 

Yoeke Nagel, wat had ik zonder jou gemoeten? Toen ik vastliep in mijn schrijfwerk, coachte 

jij me om mijn krachten te gaan zien in plaats van mijn beperkingen als dyslect. Catherine 

O`Dea, thank you for proofreading and language editing my manuscripts: you provided 

friendly and excellent feedback.

Mijn vrienden, Jody, Nadine, Inge, Andrea, Eva, Kamile, Simon, Willemijn, Jolien, Heike, 

Renee, Louise, Stefan, Sander, Danny, Michail, Janou, Lotte, Aysel en Evelinn; dank voor de 

vele wandelingen, fijne momenten samen en gesprekken, met vrienden is het leven zoveel 

mooier. Tom, dank voor je humor en taalpurisme. Eddy, what have you done for me laterly? 

..dank voor de opmaak van de kaft en figuurtjes. Noël, dank voor je hulp bij de opmaak van 

het binnenwerk. Mijn salsa-familie, Johan, Zita, Lina, Judine, Jeffrey; jullie zijn mijn tweede 

thuis. Mijn GEHavond-vrienden, Robbert, Maartje, Max en Sam: dank voor de fijne avonden 

samen, laten we Han`s traditie voortzetten. 

Lieve mama, dankzij jou leerde in de zorg voor mensen met verstandelijke beperkingen 

kennen: als ambulant begeleidster liet jij me kennismaken met kindjes uit probleemge-

zinnen en later mocht ik mee kleien op de dagbesteding. Dank voor de inspiratie en ik weet 

dat je trots bent. Mijn broers en hun lieve families, Lennaert, Nathalie, Jet, Loek, Ruud, 

Yvonne, Eliza, Fabian, Geert en Sandra: dank voor jullie steun en het delen van levens-
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