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Abstract 

In the recent years it has been acknowledged that individuals with a learning disability (LD) 

are likely to display emotional troubles similar to people without an LD and studies show that 

people with a learning disability (PWLD) may be at an increased risk for developing a mental 

illness. In some countries psychologists and psychiatrists specialise in mental health 

problems of PWLD but this is not the case in all countries and general psychiatrists and other 

professionals may care for PWLD with mental disorders without having special knowledge 

of their problems. The lack of professionals trained to treat PWLD with mental health 

problems contributes to limited access to mental health services and low quality of care. For 

the current study, two hypotheses were tested: 1) PWLD living in Iceland do not receive 

adequate mental health care and 2) a large proportion of PWLD with supported living in 

Iceland use psychotropic medication. A questionnaire was sent to managers of all supported 

living services for PWLD in an attempt to explore the use, need and accessibility of mental 

health services within the group. Among the responses for 562 PWLD, 37.2% were 

diagnosed with a mental disorder, 66.0% did not have access to mental health services, and 

58.2% were on psychotropic medication. 

 Keywords: Learning disability, Intellectual disability, mental health, mental health 

services 
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Mental Health Services for People with Learning Disabilities and Other Related 

Disorders in Supported Living in Iceland 

World Health Organization (2018) describes mental health as a state of well-being 

where own abilities are realised, the normal stresses of life are coped with, and people are 

productively working and contributing to the community. They also state that it is important 

to not merely promote mental health but also address the needs of individuals with mental 

disorders. As reported in 2018 by the Global Burden of Disease (GBD), mental illness burden 

both sexes, all age groups and affect nearly 20 million people worldwide. The most common 

mental disorders are anxiety and depression.  

Intellectual disability, commonly known as a learning disability (LD), is a disorder 

that starts during the developmental period and involves both intellectual and adaptive 

functioning deficits in conceptual, social, and practical domains (American Psychiatric 

Association, 2013). Many individuals with an LD also experience difficulties in emotional, 

cognitive, and behavioural regulation (Brown, 2017). The reported frequency of LD varies 

but most studies report rates between 1.0% and 2.5% (Gillberg & Soderstrom, 2003).  

Borthwick-Duffy (1994) reported that many professionals believed for a long time 

that people with a learning disability (PWLD) were incapable of developing a mental illness. 

According to her, another view of the matter was that PWLD were vulnerable to mental 

disorders but their emotional troubles were of another quality and usually of a biological 

origin. However, in recent years it has been acknowledged that PWLD are likely to display 

emotional troubles similar to people without an LD. Over the years it has often been stated 

that PWLD may be at an increased risk for developing a mental illness (Buckles et al., 2013; 

Moss et al., 1997; Pyles et al., 1997) because they are more sensitive to psychosocial stress 

and, therefore, more prone to developing a mental illness (Deb et al., 2001). Cooper and 

associates (2007) reported that the prevalence among PWLD in unknown. They said there is 
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a large inconsistency in prevalence rates for mental disorders among PWLD and that the rates 

can range from 7 to 97%. They explain that this can for example be due to the diagnostic 

criteria used, biased sampling, using only screening tools or small cohorts. They reported 

findings from a large-scale population-based study where 35.2% of the people had a mental 

disorder. This is similar to findings reported by Morgan and colleagues (2018), as they found 

that 31.7% of PWLD had a mental disorder. Trollor and associates (2016) stated that even 

though the prevalence of mental disorders among PWLD is high, mental illness often goes 

undetected. They claim this can be due to communication difficulties, atypical presentations, 

coordinating multidisciplinary care, and the scarcity of professionals specialising in LD and 

mental health.  

According to van Minnen and colleagues (1997), the most common form of treatment 

for PWLD with a mental disorder has been hospitalization but other treatment alternatives 

have been developed in the recent years. There are many reasons for this development. For 

example, admittance to a hospital can disrupt people’s social life and can cause other 

emotional problems associated with disability such as inflexibility, reduced ability to adapt 

socially, and decreased capability to tolerate stress. It is also possible that changes in 

behaviour obtained in hospitalization might not generalise to the person’s home environment. 

Furthermore, there are often long waiting lists for hospital treatment. Another common form 

of treatment is psychotropic medication and the use of psychotropic drugs prescribed to 

PWLD is concerning (Branford et al., 2018; Pyles et al., 1997; Sheehan et al., 2015; Trollor 

et al., 2016), in particular the use of psychotropic drugs prescribed for challenging behaviours 

(Brylewski & Duggan, 2001; Molyneux et al., 1999; Sheehan et al., 2015; Tsiouris, 2010). In 

the general population, the use of psychotropic drugs is 15.8% in the United States according 

to the National Center for Health Statistics (Terlizzi & Zablotsky, 2020) and almost 20% in 

Iceland (Tómasson et al., 2007). According to information obtained from The Health 
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Improvement Network (THIN) in the United Kingdom, among 32,306 individuals with an 

LD, 49% had a record of prescription of psychotropic drugs (Sheehan et al., 2015) and from a 

large scale study on 4,069 adults in New York, 59% received one or more psychotropic 

medication (Tsiouris, 2010). 

Bouras and Jacobson (2002) reported that there is an international recognition of the 

need to respond more adequately to the mental health of this population. They stated that 

psychologists and psychiatrists are specialising in the mental health problems of PWLD in 

some parts of the world, such as in the United Kingdom. Yet, this is not the case in many 

countries, and according to the authors, general psychiatrists and other professionals may 

care for PWLD and mental disorders without having special knowledge of their problems.  

Beasley and associates (2018) claim that the lack of professionals trained to treat 

PWLD with mental health problems contributes to limited access to mental health services 

and low quality of care and when there are not many outpatient options, the local hospital’s 

emergency department might get overused. According to them, the use of the emergency 

department for psychiatric care is problematic because treatment in that setting can lead to 

the use of sedating medications, restraint, and seclusion. It can also be challenging to identify 

the appropriate service care subsequent to care from the emergency department due to the 

lack of inpatient psychiatric units equipped to meet the complex needs of PWLD. They say 

this can lead to stress, frustration, and disillusionment with the medical system among 

caregivers, providers, and PWLD. Fernandes and colleagues (2020) reported that another 

consequence of ineffective mental health care is the reliance on inpatient hospitalization 

services to manage an individual’s mental health needs. They analysed visits by PWLD to an 

emergency department over 10 week period. The most common reasons for the visits were 

aggression, suicidality, and self-harm. Approximately one in three individuals were admitted 

to an inpatient unit and admitted individuals were more likely to have restraints used. Beasley 
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and colleagues claim that inpatient care involves restrictiveness, added expense, and should 

be considered a last resort. Furthermore, research has shown that the use of restraint and 

seclusion can have adverse physical and psychological effects on both patients and staff 

(O’Donoghue et al., 2020). Fernandes and colleagues concluded that many of the participants 

were inadequately supported and in need of stronger connections to community-based 

resources. 

Whittle and associates (2018) stated that even though rates for mental illness among 

PWLD is substantially higher than within the general population, many do not seek 

appropriate assistance. According to them, the uptake of mental health services among 

PWLD does not match the prevalence rates of mental disorders. For example, Einfeld and 

Tonge (1996) reported that 47% of participants with a mental disorder had not sought any 

assistance and only 9% had sought assistance from mental health professionals that 

specialised in LD. They reported that barriers to access are widely cited as the primary reason 

that prevents this group from seeking mental health services. Whittle and associates identified 

four of the most common barriers in a systematic review from 2018. First was availability, 

which refers to whether there is an adequate supply of mental health services available to the 

population. Examples of this is insufficient number of service providers and both physical 

and logistical issues such as travel, distance, and location. Second was utilisation. People may 

be able to access the service but unable to utilise it due to personal, financial, or 

organisational barriers. An example of organisational barriers was presented in an article by 

Chinn and Abraham (2016) where they wrote about a service newly established in England 

and the ability for PWLD to access it. The service, Improving Access to Psychological 

Therapies (IAPT), was established to address mental health problems among the English 

population and is delivered by regional mental health teams. For efficacy, and the most value 

for money, the implementation of the IAPT services emphasises well-defined criteria for 
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eligibility and measurable and homogeneously operationalised process and outcome 

variables. PWLD often do not meet these criteria which consequently excludes them from the 

service. Third is equity, which mainly concerns fairness and social justice in relation to 

access to health care. For example, the severity of a person’s intellectual disability may 

impact equity of access to services. Fourth is relevance and effectiveness which concerns the 

provision of the right service at the right time for the best outcome and the quality of the 

services available. Whittle and colleagues reported that one of the most significant obstacles 

in receiving adequate treatment was clinical knowledge. Insufficient clinical knowledge not 

only results in a lack of service but seriously impacts the quality of services available. Many 

mental health care professionals and primary care practitioners view themselves as being 

inadequately resourced and trained to meet the complex needs of PWLD and were unable to 

offer PWLD the service they need. Almost all of the literature reviewed by Whittle and 

colleagues noted that one of the most substantial hindrance in receiving effective mental 

health treatment was the misidentification of mental disorders. This is especially apparent in 

an issue called diagnostic overshadowing which refers to the misattribution of symptoms 

where all symptoms are considered to be a part of the LD rather than identified as related to 

mental health. This is whether it is a symptom of mental disorder, physical comfort, or 

emotional unrest.  

It is evident that the need for mental health services for PWLD is extensive given the 

high prevalence of mental disorders among this group. Even though there has been 

substantial development in mental health services for PWLD over the years many do not 

receive adequate mental health service. This study attempts to explore mental health, and the 

use, need and accessibility of mental health services among PWLD living in residential 

services in Iceland. Two hypothesis were presented. 1) PWLD in supported living in Iceland 
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do not receive adequate mental health and 2) a large proportion of PWLD use psychotropic 

medication.  
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Method 

Participants 

Participants were all individuals with a learning disability (LD) at the age of 18 or 

older who were residents in supported living services in Iceland, a total of 583 out of 688. 

Response rate was 84.3%. After excluding individuals without an LD or autism the total was 

562. The gender ratio was 40.9% females (N = 231) and 58.6% males (N = 331). The age of 

the residents ranged from 18 to 70 years old or older and the average age was 45.1 years (SD 

= 15.6). The supervisor in each living service answered the questionnaire on behalf of each 

resident. The supervisor answered the questions at their workplace and there was no 

compensation given for participation. No identifying information was gathered. An 

application was submitted to The National Bioethics Committee who concluded that the 

study was not a scientific study in the health sector and that their approval was unnecessary.  

Measures 

All questions were constructed by a newly formed team within the health care 

services dedicated to the mental health of individuals with an LD. First section of the 

questionnaire contained questions about general information like age, gender, and residency 

(see Appendix A). Second section was about current mental health services and contained for 

example questions whether the resident had ever been admitted to a psychiatric ward or had 

been diagnosed with a mental disorder and by whom the resident had been diagnosed. Third 

section dealt with mental health services in general and contained for example questions 

regarding whether the resident had access to mental health services, what kind of a mental 

health specialist they had access to, if they had received mental health care in the last 12 

months, and if the resident was on any psychotropic medication. In the fourth and last section 

the respondent was asked to evaluate the need for mental health service for the resident.  
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Procedure 

 The study was performed throughout January to March 2021. The research team met 

in December 2020 to discuss what needed to be included in the questionnaire and to design 

the questions. The director of the psychiatric ward at the National University Hospital of 

Iceland was informed of the prospective survey and asked if they had anything they wanted 

to contribute. They had nothing to add to the questionnaire but were enthusiastic about a 

collaboration. The National Association of Intellectual Disabilities and their subsidiary 

associations like the Autism Association and Átak, Association of People with 

Developmental Disabilities were also informed and asked to consult on the project, which 

they accepted. In cooperation with social services in each district department, an e-mail was 

sent to the supervisor of every supported living services in Iceland. The e-mail contained 

information about the newly formed mental health team and the study in question (see 

Appendix B). The supervisor was asked to answer the questions on behalf of their service 

resident to the best of their knowledge. The consent of their residents did not need to be 

obtained. An e-mail was sent twice to all administrators, reminding them to answer the 

questionnaire if they had not done so already.  

Data analysis 

Open ended questions and semi-open ended questions were coded afterwards. An 

example of an open ended question concerned medication (Appendix A), first respondents 

were asked if the resident was on any kind of psychotropic medication then they were asked 

“If yes, what psychotropic medication does the resident use?” An example of semi-open 

ended questions are questions about mental health services. The question “Does the resident 

have access to a specialist in mental health services?” with the answer options of a number of 

specialists in the mental health services and then the answer option of “If other, who?”. 
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Descriptive measures were mostly used in addition to crosstabulation and Chi-square test to 

examine association between the variables and if the association was statistically significant. 

Results 

Diagnosed Mental Disorders 

Of the residents, 37.2% were diagnosed with a mental disorder. Figure 1 displays the 

types of diagnoses. The most common disorders diagnosed were depression and anxiety 

(14.3%) and second most common disorder was psychosis or psychotic disorder (6.7%). Only 

half of those diagnosed with a mental disorder, or 49.0%, had access to mental health 

services and only 44.8% had received mental health care in the last 12 months. There was no 

statistically significant association between residency, gender, or age on one hand and being 

diagnosed with a mental disorder on the other.  

Figure 1 

Proportion of Diagnosed Mental Disorders 

 

The majority of those diagnosed with a mental disorder, or 61.8%, were diagnosed by 

a psychiatrist or at a psychiatric ward, 28.8% by the health care clinic, and 5.8% by a 

psychologist (Figure 2). In total, 17.5% had been admitted to a psychiatric ward sometime in 
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their life and of those, 23.4% had not been diagnosed with a mental disorder (numbers not 

presented in figure). Of those who had been admitted to a psychiatric ward, 91.2% were on 

psychotropic medication daily and of those who were on psychotropic medication, 30.2% had 

been admitted to the psychiatric ward. There was a statistically significant association 

between admittance to the psychiatric ward and the use of psychotropic medication, c2 (2) = 

68.3, p < .001. Of those who had a history of an admittance to the psychiatric ward, 73.7% 

displayed challenging behaviour daily. The association between admittance to the psychiatric 

ward and challenging behaviour was statistically significant, c2 (4) = 39.2, p < .001. 

Figure 2 

Proportion of Individuals Diagnosed by Mental Health Specialists 

 

Access to Mental Health Services 

A large proportion, or 66.0%, did not have access to mental health services. Of the 

residents in need of mental health care, 41.6% were without access to it. Of those who had 

been diagnosed with a mental disorder, 28.7% did not have access to mental health service. 

Figure 3 shows the diagnosis and proportion of residents who had access to mental health 
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service. Only 55.6% of those diagnosed with depression or anxiety had access to mental 

health services and 68.4% of those diagnosed with psychosis or psychotic disorder had access 

to mental health services. 

Figure 3 

Proportion of Those Who Had Access to Mental Health Services by Mental Disorder 

  

 Access to mental health service did not differ between residency, gender, or age. Only 

24.9% had received any mental health care in the last 12 months. The use of health care in 

the last 12 months was not different between residency or gender, there was, however, a 

statistically significant association between age and receiving mental health care in the last 12 

months, c2 (5) = 18.4, p = .002. Types of mental health care specialists and proportion of 

those with access to each of them, is presented in table 1, as well as proportion of individuals 

who received care from these specialists in the last 12 months. Most of those who had access 

to mental health services, or 43.9%, received it from their health clinic, others from the 

psychiatric ward (15.2%) or a psychiatrist in private practise (21.5%). Only 2.5% had seen a 

psychologist in the last 12 months and 2.8% had access to one. 
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Table 1 

Proportion of those with access to each mental health care specialist and those who received 

care in the last 12 months 

  Mental Health Services 

Mental Health Services in 

the last 12 months 

Type of service n % % of total n % % of total 

Clinic 98 43.9 17.4 62 36.0 11.0 

Psychiatric ward 34 15.2 6.0 34 19.8 6.0 

Psychiatrist 48 21.5 8.5 43 25.0 7.6 

Psychologist 16 7.2 2.8 14 8.1 2.5 

Social worker 4 1.8 0.7 3 1.7 0.5 

Note. % = Percentage of those residents that had access to mental health service; % of total = 

Percentage of total residents.   

Adequate Mental Health Care 

Only 30.8% of the responding supervisors answered that the resident received 

adequate mental health care (Figure 4). Of those diagnosed with a mental disorder, only 

26.3% answered the residents received adequate mental health care (numbers not presented in 

figure). Types of mental health services the respondent believed the resident needed is 

displayed in figure 5. There were 41.7% that said the resident needed comprehensive 

monitoring and service from a specialised mental health team and better access to mental 

health services in general, 35.7% said the resident needed a psychiatrist, mostly to re-evaluate 

medication dosages, and 18.0% said the resident needed care from a psychologist. The 

question was semi-open ended, examples of answers were “Better access for disabled people 

to the service in general”, “General access to mental health services”, “the resident needs 

psychological help, due to great anxiety and social anxiety”, “He urgently needs the services 

of a psychiatrist to re-evaluate medication dosages”, “No doubt the clinical physician is doing 

his best, but since the person in question is on three different types of psychotropic drugs, I 
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think it is important to re-evaluate medication prescription”, “He was denied service due to 

his disability”, and “We have repeatedly been told that there is no solution for the group 

struggling with multiple problems, mental disorders and disabilities”. 

Figure 4 

Proportion of Those who Received Adequate Mental Health 

 

Figure 5 

Proportion of Those in Need for Each Mental Health Specialist
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adequate mental health care, as answered by the supervisors, and use of psychotropic 

medication was statistically significant, c2 (4) = 47.9, p < .001.  

Psychotropic Medication 

The majority of residents, or 58.2% were on psychotropic medications daily, even 

though only 48.3% of those had not used any kind of mental health services in the last 12 

months. Only 14.0% of those on psychotropic medication had access to a psychiatrist. Of 

those on psychotropic medications daily, 44.7% had not been diagnosed with a mental 

disorder. The use of psychotropic medication did not differ between residency, gender, or 

age. Table 2 shows the kind of psychotropic medication residents were taking and what 

mental disorders they were diagnosed with. Of those with no diagnosis, 22.7% were on 

antidepressants and 24.4% were on antipsychotics. There was a statistically significant 

association between being diagnosed with a mental disorder on one hand and antidepressants 

and antipsychotics on the other, but use of anxiolytics and hypnotics did not differ between 

diagnoses.  

Table 2 

Proportion of Residents on Each Type of Psychotropic Medication and Their Diagnosis. 

 
Antidepressants Anxiolytics Antipsychotics Hypnotics 

No diagnoses 22.7% 5.1% 24.4% 1.4% 

Depression/anxiety 65.4% 8.6% 42.0% 3.7% 

Psychosis 34.2% 7.9% 73.7% 2.6% 

Other diagnoses 42.9% 11.0% 64.8% 6.6% 

p   < .001 .201 < .001 .049 

Note. The p-value is based on the Chi-square test of independence. 

Challenging Behaviour 

Almost half of the residents, or 48.7%, displayed challenging behaviour daily, and 

15.6% displayed challenging behaviour weekly. Of those who displayed challenging 
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behaviour daily, 28.9% had been admitted to the psychiatric ward. Of those with behaviour 

difficulties on a daily bases, 76.4% were taking psychotropic medications daily. Table 3 

shows what type of psychotropic medication those who displayed challenging behaviours 

daily were taking on a daily basis. The residents were mostly taking antidepressants (41.8%) 

and antipsychotics (51.3%). The association between usage of psychotropics and challenging 

behaviour was significant, c2 (8) = 101.4, p < .001.  

Table 3 

Challenging Behaviour on a Daily Basis and Use of Psychotropic Medication  

Psychotropic medication n % p  

Antidepressants 115 41.8 < .001 

Anxiolytics 28 10.2  .23 

Antipsychotics 141 51.3  < .001 

Hypnotics 14 5.1 .11 

No medication 62 27.3 < .001 

Note. The p-value is based on the Chi-square test of independence. 

Discussion 

The primary purpose of this study was to examine mental health among individuals 

with a learning disability (LD) in supported living in Iceland and what kind of mental health 

services they used and had access to. Two hypotheses were presented. First, people with a 

learning disability (PWLD) living under these conditions in Iceland do not receive adequate 

mental health care. Second, a large proportion of PWLD use psychotropic medication. 

Results showed that PWLD, as reported by supervisors of residential services, were not 

receiving sufficient mental health care since less than a third, or 30.8%, of the respondents 

answered that the residents were receiving adequate mental health care. Additionally, of 

those diagnosed with a mental disorder, only 26.3%, answered that the resident received 

adequate mental health care. When asked about access to mental health services, the majority 
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of the residents, or 66.0%, did not report access to mental health services. Close to three out 

of five of the residents, or 58.2%, used psychotropic medication. Of those, almost half, or 

44.7%, had not been diagnosed with a mental disorder. Respondents expressed great need not 

only for better access to mental health services for their clients, but that the mental health 

professionals would be specialised in mental illness and LD. Moreover, respondents 

expressed the need for a comprehensive mental health team that would offer psychological 

services as well as a re-evaluation of the psychotropic medication prescribed as many voiced 

concerns over their resident being on unsuitable medication or dosages. The reason for 

inaccessible mental health services and inadequate care could largely be due to insufficient 

education and training on how to care for the mental health of PWLD. When mental health 

specialists are unqualified to treat PWLD they might deny them service. The specialists could 

also accept to treat them without having the qualification and inadvertently provide incorrect 

or poor treatment care. Same goes for medication prescription, unqualified physicians and 

psychiatrists could, unintentionally, be giving wrong medication prescriptions or dosages. 

Another possible reason so many PWLD use psychotropics is that there are not many 

treatment options available for those who display challenging behaviour so they might get 

prescribed psychotropic medication in an attempt to reduce the behaviour. 

The results were in compliance with previous studies. Whittle and associates (2018) 

reported that the rates for mental disorders among PWLD did not match the use of mental 

health services. Einfeld and Tonge (1996) reported that only half of the children with a 

mental disorder had sought assistance. Results of the current study indicate that only 49.0% 

of those diagnosed with mental disorders had access to mental health services and only 

44.8% had received mental health services within the last 12 months. Previous research has 

also shown concerning usage of psychotropic medication among PWLD (Branford et al., 

2018; Pyles et al., 1997; Sheehan et al., 2015; Trollor et al., 2016). In comparison, less than 
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20% of the participants in a study assessing the use of psychotropic medication of the general 

public in Iceland reported by Tomasson and associates in 2007, used psychotropic medication 

for some time in the preceding 12 months compared to 58.2% in the current study.  

The foremost strength of the study is that this is the first survey that tries to bring light 

to the mental health services for PWLD in Iceland. Other strengths are that all individuals 

with an LD in Iceland and are in supported living services were included in the study and 

there was a high response rate, which provided information on the situation in all regions in 

Iceland. Another advantage is that the study was carried out in cooperation with those 

connected to the matter like the psychiatric ward at the National University Hospital of 

Iceland and The National Association of Intellectual Disabilities and their subsidiary 

associations. It was important that those who the matter concerned, would be involved in 

constructing the questionnaire in order to include every important material. Limitations are 

that the information was gathered indirectly and the respondents to the questionnaire were 

supervisors of the living services, not the residents, and the supervisors might not know 

everything about the resident. No standardised questionnaires were used to measure mental 

health or to assess satisfaction with the mental health services so comparing resaults to other 

countries could be challenging. Additionally, answers to some questions were subjective 

evaluation based on the supervisors experience of each resident and not measurable data from 

the mental health institutions. Another limitation is that all residents were in supported living 

services and there are individuals with an LD that either live on their own or have not yet 

been provided with a residency in supported living. Even though those who are residents in 

supported living in Iceland represent a larger part of all PWLD in Iceland, those who are not 

in residential services could have other experiences. 

Not much is known about the mental health and mental health services for PWLD, 

and there is much to examine yet. Potential further research includes studying a sample that 
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comprises all PWLD in Iceland, not only those in supported living services. It would also be 

beneficial to examine how general specialists in mental health services rate their ability to 

treat the mental health of PWLD. It would also be interesting to study their view on offering 

treatment to these individuals despite viewing themselves as being inadequately resourced 

and trained. Other potential research issues include examining the real prevalence of mental 

disorders among the group by using screening tests and diagnostic interviews.  

 This research covers an extremely important topic. The mental wellbeing among 

PWLD has for a long time been neglected and access to mental health services for these 

individuals has been limited. General practitioners, psychiatrists, and psychologist in Iceland 

have not been receiving the training and education needed to meet the complex needs of 

PWLD so even though these individuals have access to a mental health professional, it is 

unlikely that said professional is specialised in LD. Consequently, PWLD may receive 

insufficient care. It has also been discussed within the disability service that PWLD have 

been denied service due to their disability and there were quite a few respondents that 

claimed that their resident had been denied service. This is possibly because mental health 

professionals are unsure of what service to provide and how to provide it. An example of 

ways to improve the mental health services for PWLD is to form comprehensive 

interdisciplinary mental health teams that consists of varied professional that specialise in the 

mental health of PWLD. Another way is to increase education and training among general 

mental health professionals so they can provide PWLD with adequate mental health care.  

Results of the current study strengthen the concerns that PWLD have not been 

receiving the mental health care they need. It is evident that access to specialists with 

appropriate resources and training within the mental health sector needs to be improved. 

Hopefully, this study will help raise awareness of the insufficient and limited mental health 
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services PWLD are receiving and contribute to the development of a better mental health care 

system for PWLD in Iceland.   

  



MENTAL HEALTH SERVICES FOR PEOPLE WITH LEARNING DISABILITIES 23 

References 

American Psychiatric Association. (2013). Diagnosis and statistical manual of mental 

disorders (5th ed.). American Psychiatric Association. 

Beasley, J. B., Kalb, L., & Klein, A. (2018). Improving mental health outcomes for 

individuals with intellectual disability through the Iowa START (I-START) Program. 

Journal of Mental Health Research in Intellectual Disabilities, 11(4), 287–300. 

https://doi.org/10.1080/19315864.2018.1504362 

Borthwick-Duffy, S. A. (1994). Epidemiology and prevalence of psychopathology in people 

with mental retardation. Journal of Consulting and Clinical Psychology, 62(1), 17–

27. https://doi.org/10.1037/0022-006X.62.1.17 

Bouras, N., & Jacobson, J. (2002). Mental health care for people with mental retardation: A 

global perspective. World Psychiatry, 1(3), 162–165. 

Branford, D., Gerrard, D., Saleem, N., Shaw, C. and Webster, A. (2019), "Stopping over-

medication of people with intellectual disability, Autism or both (STOMP) in England 

part 1 – history and background of STOMP", Advances in Mental Health and 

Intellectual Disabilities, 13(1), pp. 31-40. https://doi.org/10.1108/AMHID-02-2018-

0004 

Brown, J. F. (2017). Improving accessibility to dialectical behaviour therapy for individuals 

with cognitive challenges. In The Oxford handbook of dialectical behaviour therapy 

(pp. 769–795). Oxford University Press. 

Brylewski, J., & Duggan, L. (2001). Antipsychotic medication for challenging behaviour in 

people with learning disability. Cochrane Database of Systematic Reviews, (3). 

Buckles, J., Luckasson, R., & Keefe, E. (2013). A systematic review of the prevalence of 

psychiatric disorders in adults with intellectual disability, 2003–2010. Journal of 

Mental Health Research in Intellectual Disabilities, 6(3), 181-207. 



MENTAL HEALTH SERVICES FOR PEOPLE WITH LEARNING DISABILITIES 24 

Chinn, D., & Abraham, E. (2016). Using ‘candidacy’ as a framework for understanding 

access to mainstream psychological treatment for people with intellectual disabilities 

and common mental health problems within the English Improving Access to 

Psychological Therapies service. Journal of Intellectual Disability Research, 60(6), 

571–582. https://doi.org/10.1111/jir.12274 

Cooper, S. A., Smiley, E., Morrison, J., Williamson, A., & Allan, L. (2007). Mental ill-health 

in adults with intellectual disabilities: prevalence and associated factors. The British 

Journal of Psychiatry, 190(1), 27-35. 

 
Deb, S., Thomas, M., & Bright, C. (2001). Mental disorder in adults with intellectual 

disability. 1: Prevalence of functional psychiatric illness among a community-based 

population aged between 16 and 64 years. Journal of Intellectual Disability Research, 

45(6), 495-505. 

Einfeld, S. L., & Tonge, B. J. (1996). Population prevalence of psychopathology in children 

and adolescents with intellectual disability: I Rationale and methods. Journal of 

Intellectual Disability Research, 40(2), 91-98. 

Fernandes, N. A., Sawyer, A., Zaheer, J., & Lunsky, Y. (2020). Adults with intellectual and 

developmental disabilities presenting to a psychiatric emergency department: A 

descriptive analysis and predictors of admission. Journal of Mental Health Research 

in Intellectual Disabilities, 13(4), 384-395. 

Gillberg, C., & Soderstrom, H. (2003). Learning disability. The Lancet, 362(9386), 811–821. 

https://doi.org/10.1016/S0140-6736(03)14275-4  

GBD 2017 Disease and Injury Incidence and Prevalence Collaborators (2018). Global, 

regional, and national incidence, prevalence, and years lived with disability for 354 

diseases and injuries for 195 countries and territories, 1990-2017: A systematic 



MENTAL HEALTH SERVICES FOR PEOPLE WITH LEARNING DISABILITIES 25 

analysis for the Global Burden of Disease Study 2017. Lancet, 392(10159), 1789–

1858. https://doi.org/10.1016/S0140-6736(18)32279-7 

Koller, H., Richardson, S. A., Katz, M., & McLaren, J. (1982). Behavior disturbance in 

childhood and the early adult years in populations who were and were not mentally 

retarded. Journal of Preventive Psychiatry, 1(4), 453-468. 

Molyneux, P., Emerson, E., & Caine, A. (1999). Prescription of psychotropic medication to 

people with intellectual disabilities in primary health-care settings. Journal of Applied 

Research in Intellectual Disabilities, 12(1), 46-57. 

Morgan, V. A., Leonard, H., Bourke, J., & Jablensky, A. (2008). Intellectual disability co-

occurring with schizophrenia and other psychiatric illness: Population-based study. 

The British Journal of Psychiatry, 193(5), 364-372. 

Moss, S., Emerson, E., Bouras, N., & Holland, A. (1997). Mental disorders and problematic 

behaviours in people with intellectual disability: Future directions for research. 

Journal of Intellectual Disability Research, 41(6), 440–447. 

https://doi.org/10.1111/j.1365-2788.1997.tb00735.x 

O’Donoghue, E. M., Pogge, D. L., & Harvey, P. D. (2020). The impact of intellectual 

disability and autism spectrum disorder on restraint and seclusion in pre-adolescent 

psychiatric inpatients. Journal of Mental Health Research in Intellectual 

Disabilities, 13(2), 86-109. 

Pyles, D. A. M., Muniz, K., Cade, A., & Silva, R. (1997). A behavioral diagnostic paradigm 

for integrating behavior-analytic and psychopharmacological interventions for people 

with a dual diagnosis. Research in Developmental Disabilities, 18(3), 185–214. 

https://doi.org/10.1016/S0891-4222(97)00003-6 

Rutter, M., Tizard, J., Yule, W., Graham, P., & Whitmore, K. (1976). Isle of Wight Studies, 

1964–19741. Psychological Medicine, 6(2), 313-332. 



MENTAL HEALTH SERVICES FOR PEOPLE WITH LEARNING DISABILITIES 26 

Sheehan, R., Hassiotis, A., Walters, K., Osborn, D., Strydom, A., & Horsfall, L. (2015). 

Mental illness, challenging behaviour, and psychotropic drug prescribing in people 

with intellectual disability: UK population based cohort study. Bmj, 351. 

Terlizzi, E. P., & Zablotsky, B. (2020). Mental health treatment among Adults: United States, 

2019. NCHS Data Brief, no 380. Hyattsville, MD: National Center for Health 

Statistics. 2020. Retrived from 

https://www.cdc.gov/nchs/products/databriefs/db380.htm 

Tómasson, K., Tómasson, H., Zoëga, T., Sigfússon, E., & Helgason, T. (2007). Epidemiology 

of psychotropic medication use: Comparison of sales, prescriptions and survey data in 

Iceland. Nordic Journal of Psychiatry, 61(6), 471–478. 

https://doi.org/10.1080/08039480701773311 

Trollor, J. N., Salomon, C., & Franklin, C. (2016). Prescribing psychotropic drugs to adults 

with an intellectual disability. Australian Prescriber, 39(4), 126–130. 

https://doi.org/10.18773/austprescr.2016.048 

Tsiouris, J. A. (2010). Pharmacotherapy for aggressive behaviours in persons with 

intellectual disabilities: Treatment or mistreatment? Journal of Intellectual Disability 

Research, 54(1), 1–16. https://doi.org/10.1111/j.1365-2788.2009.01232.x 

Van Minnen, A., Hoogduin, C. A. L., & Broekman, T. G. (1997). Hospital vs. outreach 

treatment of patients with mental retardation and psychiatric disorders: a controlled 

study. Acta Psychiatrica Scandinavica, 95(6), 515-522. 

Whittle, E. L., Fisher, K. R., Reppermund, S., Lenroot, R., & Trollor, J. (2018). Barriers and 

enablers to accessing mental health services for people with intellectual disability: A 

scoping review. Journal of Mental Health Research in Intellectual Disabilities, 11(1), 

69-102. 



MENTAL HEALTH SERVICES FOR PEOPLE WITH LEARNING DISABILITIES 27 

World Health Organization. (2013). Comprehensive mental health action plan 2013–2020. 

Geneva: World Health Organization; 2013 

World Health Organization. (2018, March 30). Mental health: strengthening our response. 

Retrieved from: https://www.who.int/news-room/fact-sheets/detail/mental-health-

strengthening-our-response 

 
  



MENTAL HEALTH SERVICES FOR PEOPLE WITH LEARNING DISABILITIES 28 

Appendix A 

Questionnaire sent to respondents 

1. Merkið við viðkomandi svæði þar sem 

þjónustan fer fram:  

� Akranes 

� Akureyri 

� Bergrisinn 

� Borgarbyggð 

� Byggðasamlag Vestfjarða 

� Dalvík/Fjallabyggð 

� Fjarðabyggð/Múlaþing 

� Garðabær 

� Grindavík 

� Hafnarfjörður 

� Hornafjörður 

� Hvalfjarðarsveit 

� Kópavogur 

� Mosfellsbær 

� Norðurþing 

� Reykjanesbær 

� Reykjavík 

� Seltjarnarnesbær 

� Skagafjörður 

� Skálatún 

� Sólheimar 

� Snæfellsnes 

� Styrktarfélagið Ás 

� Suðurnesjabær 

� Vestmannaeyjar 

 

 

 

2. Kyn  

� Karl  

� Kona  

� Annað  

 

3. Aldur 

� 18-30  

� 51-60  

� 31-40  

� 61-70  

� 41-50  

� 71 eða eldri  

 

4. Hvernig fatlanir er íbúi með?  

� Þroskahömlun 

� Fjölfötlun  

� Skynfötlun  

� Hreyfihömlun  

� Einhverfa 

� Ef aðrar, hverjar? 

 

5. Er einstaklingurinn með ICD-10 

greiningu, ef svo hverja?  
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6. Hvaða fötlun hefur mest áhrif á 

lífsgæði?  

� Engin fötlun hefur mest áhrif 

� Þroskahömlun 

� Fjölfötlun  

� Skynfötlun  

� Hreyfihömlun  

� Einhverfa  

� Ef önnur, hver?  

 

7. Á íbúinn sögu um innlögn á geðdeild?  

� Já 

� Nei 

� Upplýsingar vantar 

 

8. Er íbúinn með alvarlegan líkamlegan 

sjúkdóm (sykursýki, flokaveiki, hjartagalla 

o.s.f.v.)?  

� Já 

� Nei 

� Upplýsingar vantar 

 

9. Ef já, hvaða sjúkdóm hefur íbúinn? 

 

10. Truflar hegðun daglegt líf íbúans?  

� Daglega 

� Vikulega  

� Mánaðarlega 

� Sjaldnar en mánaðarlega  

� Aldrei 

 

 

 

11. Er íbúinn með geðgreiningu?  

� Nei, er ekki með geðgreiningu 

� Er greind/ur með þunglyndi/kvíða  

� Er greind/ur með geðklofa/geðrof  

� Upplýsingar vantar 

� Ef önnur greining, hver? 

 

12. Ef já, - hver framkvæmdi greiningu?  

� Heilsugæslustöð 

� Geðdeild LSH  

� Geðlæknir á stofu 

� Sálfræðingur á stofu  

� Geðhjúkrunarfræðingur  

� Félagsráðgjafi 

� Ef annar, hver? 

 

13. Hefur einstaklingur aðgang að 

sérfræðingi í geðheilsuþjónustu? 

� Hefur ekki haft aðgang að 

geðheilsuþjónustu  

� Heilsugæslustöð 

� Geðdeild LSH 

� Geðlækni á stofu 

� Sálfræðing á stofu  

� Geðhjúkrunarfræðing  

� Félagsráðgjafar 

� Ef öðrum, hverjum? 
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14. Hefur íbúinn á síðustu 12 mánuðum 

notið geðheilsuþjónustu frá: 

� Íbúinn hefur ekki notið 

geðheilsuþjónustu  

� Heilsugæslustöð 

� Geðdeild LSH 

� Geðlækni á stofu 

� Sálfræðingi á stofu  

� Geðhjúkrunarfræðing  

� Félagsráðgjafa  

� Ef öðrum, hverjum? 

 

15. Notar íbúinn geðlyf?  

� Nei 

� Já notar geðlyf daglega 

� Já notar geðlyf eftir þörfum 

 

16. Ef já, telur þú geðlyfjanotkun vera:  

� Of litla 

� Hæfilega  

� Of mikla 

� Er ekki viss 

 

17. Ef já, hvaða geðlyf notar íbúinn? 

 

18. Notar íbúinn lyf vegna flogaveiki?  

� Já og er með flogaveiki 

� Já og er ekki með flogaveiki  

� Nei 

 

 

19. Telur þú að íbúinn fái nægilega 

geðheilsuþjónustu?  

� Já 

� Nei 

� Ekki viss 

 

20. Ef nei, hvaða þjónustu telur þú vanta? 

 

21. Mat forstöðumanns/starfsmanns er að 

íbúinn þarfnist geðheilsuþjónustu frá:  

� Þarfnast ekki geðheilsuþjónustu 

� Heilsugæslustöð 

� Geðdeild LSH 

� Geðlækni  

� Sálfræðingi 

� Geðhjúkrunarfræðing  

� Félagsráðgjafa 

� Ef öðrum, hverjum? 

  

22. Ef nei, telur þú að það myndi gagnast 

íbúanum að hafa aðgang að sérfræðingi í 

geðheilsuþjónustu? 

� Já 

� Kannski  

� Nei 

� Er ekki viss 

 

23. Af hverju/af hverju ekki? 

 

24. Annað sem þér finnst mikilvægt að 

komi fram: 
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Appendix B 

Letter sent to respondents containing information about the newly formed mental 

health team and the study in question. 

 


