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“Why are you here? Can’t you cope at home?” The psychiatric crisis of people with intellectual disabilities and the community’s response
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Abstract

Introduction Individuals with intellectual disability (ID) are high users of emergency mental health services and can experience stigmatization in these circumstances. The purpose of the study was to examine the experiences of people with ID living in the community who interact with emergency services as a result of a psychiatric crisis, from the perspective of individuals with ID and their caregivers. Methods In this qualitative study, we interviewed 12 individuals with ID, 4 family members and 5 direct support staff who visited emergency departments (EDs) during psychiatric crises. Thematic analyses were conducted on interview transcripts. Results Four themes emerged: ID and mental health stigma, stigma preventing people from accessing services, lack of support, and concern regarding care planning. Participants reported feeling either dismissed or disrespected by emergency personnel, that staff are ill-prepared to support this population, and that they experience poor transitions between hospital and community. Conclusions Work needs to be done to reduce stigma experienced by those with ID and mental health issues when using emergency services. Education and training should target individuals, caregivers, community providers, and emergency personnel.
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Introduction

The deinstitutionalization of people with intellectual disabilities (ID) has sparked much debate about community-based supports and services available to individuals with ID, particularly in regards to managing their physical and mental health (Ziring et al., 1988; Lunsky, Garcin, Morin, Cobigo, & Bradley, 2007; Spiller et al., 2007). Community-based mental health services are of particular importance as research has shown that at least 40% of people with ID living in the community experience comorbid psychiatric disorders (Cooper, et al, 2007).  In Canada, previous research has shown that individuals with ID are disproportionately higher users of mental health services, are most likely to be hospitalized due to mental health issues (Balogh, Hunter, & Ouellette-Kuntz, 2005; Lunsky & Balogh, 2010), and use the emergency department (ED) more frequently than individuals with psychiatric disorders without ID (Lunsky, Lin, Balogh, Klein-Geltink, Wilton, & Kurdyak, 2012a). 
It has been suggested that due to the lack of appropriate community-based mental health services and supports, there is an overreliance on EDs when situations escalate toward crisis (Bradley & Lofchy, 2005). Lunsky, Balogh and Cairney (2012b) found that 74% of participants with ID who visited the ED for psychiatric reasons had at least one previous visit to the ED for psychiatric concerns in the year prior, suggesting that EDs may not be adequately addressing the psychiatric concerns of patients with ID during their first visit. Further, factors related to ED visits during psychiatric crises have been found to depend on the place of residence, whether the individual has a family physician, severity of disability, and whether the individual has an existing crisis plan (Lunsky et al., 2012b). Several studies have reported on the challenges faced by individuals with ID and their caregivers in hospital, including negative staff attitudes towards ID, overreliance on caregiver support from hospital staff, and having basic needs met (Fox & Wilson, 1999; Iacono & Davis, 2003; Gibbs, Brown, & Muir, 2008; Hemsley, Balandin, & Togher, 2008; Lunsky & Gracey 2009; Webber, Bowers, & Bigby, 2010).  Very few studies about the ED and the experiences of individuals with ID have been done outside of Canada. One study from Australia examined the patient/caregiver perspective; however this study combined quantitative and qualitative data from the ED with hospitalizations generally so it is not possible to know what findings were specific to one setting or another (Iacono & Davis, 2003).
The literature is in agreement that EDs are not prepared to meet the needs of individuals with ID (Grossman, Richards, Anglin, & Hutson, 2000; Iacono & Davis 2003; Sowney & Barr, 2006, 2007; Lunsky, Gracey, & Gelfand, 2008). Lunsky and colleagues (2008) found that hospital staff report feeling ill-equipped to provide care, that they lack the knowledge to care for patients with ID, and that there is a need for improved community and respite supports so that caregivers are not dependent on the ED to cope with psychiatric crises. In examining the caregiver perspective during ED visits for psychiatric crises, Weiss et al. (2009) found that clinicians fail to recognize mental illness in people with ID, rely heavily on medication, and exude a lack of respect toward those with ID and their caregivers. To our knowledge only one study has examined the experience of people with ID who went to the ED for a psychiatric crisis, which specifically focused on the users’ perspective. The study, based on a focus group with four  women found that women with ID reported feeling disrespected by hospital staff, experienced trauma from being physically or chemically restrained by hospital staff, and felt hospital staff were not comfortable nor knowledgeable in providing care for them (Lunsky & Gracey, 2009).  These findings echo what has been reported about experiences of health service users with ID in both general hospital and inpatient psychiatry settings (Fox & Wilson 1999; Scior & Longo, 2005; Gibbs et al., 2008; Webber et al, 2010; Iacono, Bigby, Unsworth, Douglas & Fitzpatrick, 2014).  
In focusing on a population such as those with ID in the ED, it is important to note that communication barriers with hospital staff and clinicians add an extra layer of complexity (Iacono, Bigby, Unsworth, Douglas & Fitzpatrick, 2014). In the ED, clinicians and hospital staff often make decisions based on a limited amount of information, in a limited amount of time. Additionally, the ED is also a frenetic environment which can exacerbate patient distress, further complicating their ability to communicate their needs, especially when they are without a caregiver or family member. While poor experiences for this patient population are similar across different health care settings (i.e. general hospitals, inpatient psychiatric) (Fox & Wilson 1999; Scior & Longo, 2005; Gibbs et al, 2008; Webber et al, 2010; Iacono et al, 2014) the ED is important to focus on since those with ID are more frequent users of the ED than those without ID (Lunsky et al, 2012a) in addition to the unique characteristics of the ED described above. The current study builds on prior research by focusing on the perspective of ED users, along with their caregivers. The purpose of this paper is to describe the stigmatization experienced by adults with ID living in the community who interacted with emergency services (i.e., police, paramedics, and ED staff) as a result of a psychiatric crisis, from their perspective, and those of their caregivers.   

Methods

This interview study is the third phase of a larger program focused on psychiatric crises and ID. The first phase of this program focused on predictors of ED use by individuals with ID who had a psychiatric crisis (Lunsky et al, 2012b). Phase two involved an audit of their hospital charts (Tint & Lunsky, 2015) and phase three was a series of qualitative interviews about the ED experience. Individuals who visited the ED, resided in Toronto, and participated in phase two (Tint & Lunsky, 2015) were invited to be interviewed in the current study if they agreed to be contacted for future research. Purposive sampling was used when recruiting individuals for the current study, in an effort to include individuals with single and multiple visits, as well as individuals with diverse clinical presentations, and a range of living situations.
The interviews were conducted in a location chosen by the participant based on where they felt comfortable. Participants were provided with a $10.00 honorarium for participating. This study was approved by the hospital research ethics board of the researchers, as well as the hospitals where the individuals visited.

Context 
Different jurisdictions can vary in terms of specialized services available both in hospital and outside of hospital for individuals with ID. They can also vary in terms of costs of services, and which services are publicly funded. In Canada, ED services are part of the public health care system, available to anyone at any time. Specialized mental health services for individuals with ID are not as readily available and some services have costs associated with them. Services in hospital EDs are not specialized for those with ID, and at the time of this study, specific training on how to support individuals with ID was not routinely provided to hospital staff.

Participants

Demographic information on participants was provided as part of phase one, where staff from community based agencies serving individuals with ID completed forms for all of the individuals with ID in their service who had psychiatric crises in the time period studied. Participants with ID interviewed in phase three ranged in age from 16 to 28 years old (eight females/four males). Seventy-five percent of those interviewed were Caucasian, three individuals were visual minorities, and the majority had mild ID, with three individuals having more severe cognitive impairments. Residential situations included with family, independently or semi independently and group home. Presenting issues at the ED included psychosis, aggressive behaviour, suicidal and self-injurious behaviour, violence toward others, somatic concerns, and wandering. Four family members were interviewed (two mothers, grandmother and sister), and 5 case managers or residential staff were also interviewed. 

Semi-structured Interviews

Semi-structured face-to-face interviews were conducted with participants between 2008 and 2009, each interview ranging from 10 to 30 minutes in length. Questions began with a focus on what led to the emergency visit, what occurred during the visit, and whether it was helpful and if there was anything that could have been done differently. All interviews were audio recorded and transcribed verbatim. Individuals with ID were interviewed alone or with a caregiver, depending on their preference and comfort.  Paid caregivers and family members were interviewed in addition to individuals with ID as both perspectives are important.  Caregivers and family members may have been better able to recall events more clearly given the fact that participants with ID were undergoing a psychiatric crisis and may have trouble recalling the timeline of events. 
Analysis

Thematic analyses were conducted using the approach proposed by Strauss and Corbin (1998). Open coding of transcripts was guided by examining the emergent experiences of individuals with ID and their caregivers. Each transcript was read several times and was coded. Codes were compared across interviews identifying any similarities and differences and grouped into primary emergent themes (Patton, 2002). The interview data reached saturation with no new codes or themes emerging from transcript data. Three researchers reviewed the raw codes, and similarities and differences in codes were discussed in depth.   Inter-rater reliability of the coding scheme was established through an iterative process of consensus decision making through a series of analytic meetings involving the three authors (Green & Thorogood, 2009). 
Results

Four themes emerged from the data:  ID and mental health stigma, stigma preventing people from accessing services, lack of support, and care planning.  Within the lack of support theme, two subthemes emerged: lack of support prior to/leading up to psychiatric crisis and lack of support during psychiatric crisis. Each of these themes and subthemes are discussed below. 
ID and Mental Health Stigma

The theme of stigma emerged in the discussion of interactions with first responders and health care providers as both individuals with ID and caregivers spoke about events associated with their ED visit. Participant accounts suggest that the stigma surrounding ID and mental health issues influenced the way first responders and ED staff approached the situation and the care given.  Their accounts suggested that they experienced stigma in various ways, such as feeling disrespected by staff in the ED, being handcuffed by police who were called on for support, and not being able to access the services they need as consequence of their ED use or psychiatric crisis. For example, the impact of their disability and comorbid mental health issues interfered with their ability to find or stay connected with appropriate community supports. 

Participants reported feeling disrespected in many of their interactions with ED staff and first responders.  As one individual with ID explained, “It was almost like I’ve tried to commit suicide and they were angry at me. I wish they could have been more compassionate about it” (P5). Another individual with ID stated: “Couple of times when I went there it just seemed like, they would ask me if I was on drugs […] they probably didn’t believe me,” (P13). Caregivers described similar experiences as individuals with ID, “This issue of mental health you just sit there and wait. You don’t get anything for her to calm her down, relax you or anything like that. You [sit] there, and if you can’t wait you just go home” (P4’s Caregiver). This particular caregiver went on to describe the stigma associated with seeking care for mental health crises when going to the ED:

“That moment that you go to the hospital with something like depression, you can actually feel the difference you get in treatment, it’s either like you have disease that is catching or you’re not really a person because of the way the nurses and doctors respond. When you say mental health or anything with depression or suicidal they assumed immediately that she’s crazy and needs to be locked away or something.” – P4’s Caregiver

Other participants spoke about how they felt that the nature of their crisis was not regarded with importance in the ED. One caregiver spoke about an experience in the ED where hospital staff implied that the management of mental health and behavioural crises is the job of a support worker stating, “It wasn't an overt thing it just sort of a feeling like ‘why are you here?  Can’t you cope at home? Isn’t it your job to deal with this?’”(P2’s Caregiver). In reflecting on their crises, individuals with ID and their caregivers understood that hospital staff are extremely busy; however, they spoke about how hospital staff could be more empathic when helping people with ID during a psychiatric crisis. One individual with ID said “I know that they’re terribly busy however, [show] a little more compassion and [be] a little more sensitive”. (P13). A caregiver stated:

“You just put the person there or you give them some medication - It takes more than that.  You wouldn't like to see your family member going through that and no one is there to help.  Show a little bit more kindness.  Have a heart because the profession you’re in, you vowed to help people so that's what we expect from you. Help, that's what we want.” – P4’s Caregiver

Participants described their interactions with police during their psychiatric crisis, which suggested that they experienced stigma. One individual with ID explained: “It happened too often that sometimes the police would be like ‘oh not this again’. They treated me like I was a behaviour issue” (P5). In six of the scenarios, the police were first responders on the scene, and in four of these cases, the participant reported being handcuffed. Some participants who had been handcuffed stated how it made them feel; for instance, one man with ID reported that police restrained him, “for no reason” when they drove him from his home to the ED. He went on to explain that  police said it was “for safety” but he did not think his behaviour was unsafe and stated how he became afraid when handcuffed, “I don’t know why they did it, scared the heck out of me though” (P11). Another individual with ID who threatened suicide when he became anxious spoke about police involvement in his crisis, 
“Eight police officers were there and they had their guns out and then they tackled me to the ground, I was struggling so one of them put their knee on my back and then they put handcuffs on me and they went into my apartment” (P10).  
In recalling the ED visit, this participant’s sister said, “He looked stunned and didn’t understand why the police handcuffed his hands and feet and brought him into the emergency room,” (P10’s caregiver). 

Stigma Preventing People from Accessing Services
Participants spoke about how the stigma they experienced due to their ID and mental health crisis prevented them from accessing needed services. One individual with ID was known well by the ED staff for making multiple visits and was turned away from the hospital on the premise that there was no bed available. Her caregiver elaborated on how hospital staff made it difficult for the individual to be admitted. Her caregiver spoke about the experience, “Sometimes, especially the social worker at the […] hospital, were not cooperating at all.  […] The doctor had to override him.  The doctor had to ask why can't she stay or why you think she shouldn't stay?”(P4’s Caregiver) Other participants who had made multiple visits to the ED spoke about the difficulty of frequently requiring services. Individuals with ID spoke about negative attitudes and feeling dismissed by hospital staff, as an individual with ID said, “This lady said to me you come in here all the time and this and that.  She argued with me” (P1). Her caregiver elaborated stating, “In emerg, they don't counsel you.  Do they ever give you other options? No in fact P1 has actually received negative impact because she goes so frequently” (P1’s Caregiver). Another caregiver spoke about the treatment given to the individual she supports who was a frequent ED visitor, “A police officer told me that a nurse looked at them once and said, ‘you again? You guys are just going to sit there because we can’t do anything for her here,’ she’s been there numerous times” (P4’s Caregiver).  An individual with ID who had made multiple visits to the ED stated: 

P2: [I] took the bus to [the hospital] and stayed there for a while.  They didn't really want me there.  

Interviewer: […] did you just have the feeling or did they actually use words to tell you they didn't want you there?

P2: They told words yeah

One participant with ID, who was discharged from the psychiatric emergency unit, was unable to return to his apartment. He elaborated about how his mental health crisis resulted in his eviction with no possibility of reversing the decision and the impact of the events on his reputation in the building: 
 “The [landlord] got involved […]. It turns out that they lied because when my family went there to pack up the stuff, a few of the tenants approached my family, my mom and they said that [he's] a good person […]. My mom was trying to call for a tenants meeting to plead my case to the tenants […] Yeah and then we could have kind of kept it private. With cops taking me away that sends a picture to people. That creates an image in people's minds” - P3
Lack of Support

Lack of support prior to/leading up to psychiatric crisis. Lack of support was commonly discussed by individuals with ID and their caregivers as they described the events leading up to the psychiatric crisis. In discussing factors that contributed to the decision to call police or paramedics, or go to ED, people with ID and their caregivers spoke about feeling psychologically distressed and in some cases, in conflict with others. For example, one individual with ID stated “I wanted to go to the hospital, I didn’t feel good.  I couldn’t sleep, I was restless, I turned the T.V. on too loud and everybody was mad,” (P2). Another individual with ID said, 
“I was feeling very upset and tired and angry with the staff. I understand this place gets very busy and didn’t have much money. I know I have problems I have no friends and I’m keeping calm and I was not really feeling good. I couldn’t find my meds. I’ve been losing my meds. Lately I knew that I should have told the staff” (P8).  
Some caregivers discussed how the individual with ID they support found comfort in the presence of paramedics, police, and hospital staff (e.g., nurses) when they were experiencing a crisis or struggling with mental health issues.  As one caregiver explained:
“She will call the kids help line about suicidal threats so there was always police here and ambulance and fire trucks. She would run out of the house or to the neighbours. She felt a sense of relief with the ambulance workers and the police so I think she called them more. Sometimes they would come in and sit and talk with her.” – P4’s Caregiver

Another caregiver stated, “She also talks about, ‘I have this room in the hospital, it on the 4th floor’, from my understanding I think she might feel ‘oh I’m a little more comfortable when I have nurses around me or something’” (P7’s Caregiver). 

Lack of support during psychiatric crisis. Caregivers discussed feeling that there was a lack of accommodation and limited supports available to the individual with ID once they were taken to the ED. During the ED visit, many of the individuals with ID and their caregivers in the current study spoke about not feeling supported by hospital staff, as one caregiver described. “She told me she didn’t feel good and wanted to commit suicide. I called the ambulance and they took us there and they had us in a room for the whole night and then they sent us home the next morning and that was it,” (P4’s Caregiver). Another caregiver stated, “Staff don't take the time to introduce themselves and explain their role” (P2’s Caregiver). This viewpoint was echoed by another caregiver who said, “The doctor came in and gave some brief history. They're always in such a rush.  They put him on some medication and he called me at night and he was terrified.  I said have you eaten? No.  I said did anybody tell you where to get your meal? No,” (P11’s Caregiver). Caregivers talked about hospital staff being disconnected and not taking the time to properly provide information to the individual with ID or the caregiver. As one caregiver stated, 
“A psychiatrist came in and I don’t even know what her name is. She never introduced herself. She might have been there for about 5 minutes. She said she would send a youth and childcare worker, so we waited […] forty-five minutes later we still had not seen this youth and childcare worker,” (P13’s Caregiver).
A participant with ID who was well known by the ED staff was offered some food and a private room. However, this participant spoke about becoming restless when the staff insisted she remain seated, even though the participant did not want to sit in her aggravated state. The individual with ID explained: 

“Yes she was nice, but she told me to stop walking around, to sit down, but I was restless and I couldn’t. Someone was blocking the TV so I went over and hit him. The nurse put restraints on my feet and one of my hands was tied to a chair. It hurt me inside when they did that, it hurt my feelings and it hurt my skin” (P2). 
Caregivers also echoed the same concerns of individuals with ID where they felt hospital staff were resistant to adapting care towards people with ID. For instance, the long wait times were especially hard as one caregiver described:
“Yes, general waiting room. And it was a bit difficult because the more people came in with other problems the more anxious she got. Then she’s dual diagnosed where she has a special needs problem. It’s not like a regular individual who could understand the wait.” (P4’s Caregiver)
However, in a few cases, individuals with ID and caregivers were appreciative of staff members being sensitive and accommodating to the individual and family. For example, an individual with ID said “She asks what's going on, why I'm there, makes me feel that I don't have to worry about why I'm there other than to get better,” (P9).  One caregiver explained how staff adapted the protocol  for her, as a caregiver, “The lady downstairs who went up with us sort of said visiting hours are such and such but I'll make sure that you can come in the morning or whenever and stay with him because he's so fragile,” (P11’s Caregiver).
Care Planning 

In each of the cases in this study, the importance of care planning was highlighted.  Given that crises occurred due to a lack of supports, some caregivers reported creating a crisis plan or implementing strategies following the incident to prevent future hospital visits and crises. For example, one caregiver stated: 
“We set the activity levels to where her energy is at. It's not always possible but if we can see an escalation and see that [her] energy is getting really high and [she doesn’t] know what to do with [her]self we plan a busy day that's centred around her. Sometimes that helps which is the intention and feeling productive sometimes that helps” – P2’s Caregiver

Other caregivers spoke about being adaptive in their care plan approach. As one caregiver stated, “Now a lot of times P1 feels depressed on a Sunday evening and [she does] phone me and we have chatted and there's been time where [she] has chosen not to go in and we've talked about [her] staying safe until I see her again the following day”(P1’s Caregiver). 
One man with ID reported that as a crisis support plan he writes in a journal which is reviewed by his case worker. He explained this plan was developed after his mental health crisis in partnership with a mental health agency. Other participants reported that they reach out to their caregivers when they require extra support. Caregivers also discussed improvements that could be made with regard to communicating changes in care plans. Some caregivers expressed concern over medication changes made in hospital and whether these changes were communicated to the patient’s family doctor or specialist:
“Sometimes I'm a bit nervous with what the hospital does in terms of, if they go and one time you're in there they changed your diabetes medication didn't they?  The specialist was quite upset.  He said, ‘why are they even touching her diabetes medication?’  Sometimes you get these doctors that don't know P1and generally they don't touch the medication. Sometimes they do which can create other problems when she gets out.” – P1’s Caregiver

P8’s caregiver spoke about how the hospital did not give one individual with ID her required medication for her kidney failure, but instead used different antipsychotics.
In discussing follow up/discharge plans, most individuals with ID and their caregivers agreed that they were not adequately connected to community services, and crisis plans were not created in partnership with the hospital. Some participants felt they were discharged before their needs were adequately met. Moreover, no mention was made about first responders or hospital staff inquiring about or encouraging the establishment of care plans. Caregivers spoke of limited treatment options and feeling isolated due to their mental health issues, as explained by one caregiver: 
“They don't have a complete package for that kind of treatment for dual diagnosis and mental health developmental so it's very difficult and we're finding out that what works for one patient doesn't always work for the other patient.  Instead of going by the book they have to really assess the person and come up with a plan of care to treat that person.  No two people are exactly the same.” P4’s Caregiver

Caregivers also discussed how community supports are lacking, a major concern for individuals with ID and mental health issues.  P1’s caregiver explained: 

“[Community supports are] a bit of an issue too.  We made 3 appointments to visit [one group] and all them P1 cancelled out for different reasons. Her psychiatrist strongly recommends [community support x] […] but the person at [community support x] said we don't have staff for dual diagnosis. – P1’s Caregiver
One caregiver spoke about the difficulty in getting follow up treatment for her daughter at a long-term treatment facility. She reported that numerous meetings were held with community agencies, the police, and hospital to convince them why her daughter should be admitted to the facility and that personalized care was not readily available, “Police officers had to get involved and all the other workers just to keep her there until a plan was set. Not to send her home, back in the environment, so things would start all over again,” (P4’s Caregiver). Concerns over lack of follow up plans were echoed by one caregiver when her brother was discharged from the emergency psychiatric unit: “The caseworker [at the hospital] didn't give me any information or phone numbers to follow up to get help for my brother. As a result I put him in a homeless shelter three days later,” (P10’s Caregiver).  
While most individuals with ID and their caregivers in the current study did not speak about an existing care plan prior to the crisis, one individual was well supported by hospital staff in the ED and described a very clear and effective crisis plan. This individual spoke about how she had an existing crisis plan created between her support staff and the hospital which she follows when in crisis, “First it's the nurse and then it's the doctor.  Then they call the crisis team.  Then I wait for a half hour to an hour to talk to the crisis team.   They make the decision to either keep me or send me home.  Sometimes they keep me for one or two days,” (P9). In addition to prompt attention to her crisis, this individual explained that she is connected with social work and psychiatry and that she felt well supported by her crisis plan, “I feel that they are very understanding about the people with mental health issues, That’s something I feel is important […] [be]cause if they don’t feel that they are understood they get more upset and frustrated. They don’t really want to stay if they can’t get the help,” (P9).
Discussion
The current study builds on existing literature that examines perspectives of individuals with ID and their caregivers when interacting with police and using the ED during psychiatric crises (Lunsky & Gracey, 2008; Weiss et al, 2009). The four emergent themes provide insight into how stigma specific to ID and mental health concerns may influence interactions between hospital staff and first responders, and individuals with ID experiencing a psychiatric crisis. Findings highlight the associated stigma and lack of awareness from health care professionals, police, and paramedics in relation to mental health issues and disability, as well as the lack of community-based mental health services available for people with ID when experiencing or trying to prevent a psychiatric crisis from reoccurring. It is important to note that while the aim of this study was to examine ED experiences and psychiatric emergencies, stigma naturally emerged in the data.  The prominence of stigma in participant accounts reinforces the issue in this population in that they not only experience it, but are able to describe the experience of stigma without being prompted.
Stigma, ID, and Mental Health 

Individuals with ID are often stigmatized as a result of negative attitudes held by the public (Scior, 2011), which has been shown to contribute to poor psychological health, higher use of community based services, and more frequent contact with police (Ali, King, Strydom, Hassiotis, 2015). In the current study, the stigma that surrounds mental health issues and ID played a factor in how ED staff, police, and paramedics interacted with individuals with ID. Participant accounts suggest they were treated as though they were dangerous, over-reacting, or taking advantage of emergency services. Individuals in this study experienced double stigma, related to both their disability and their psychiatric crisis. Such stigma has contributed to the oppression experienced by people with ID, preventing them from fully participating within society and leading to them being seen as less than by their able bodied counterparts (Spassiani & Friedman, 2014). Current policies and practices are rooted in ablest notions of disability which directly and indirectly disadvantage people with ID in access care and community-based services.  Furthermore, experience of stigma shapes how individuals and caregivers use services in the future. In a related study on psychiatric crisis and ID, Weiss and Lunsky (2010) found that parents of adults with ID who had psychiatric crises were hesitant to contact health care providers again because of how the previous crisis was handled. Negative ED experiences can lead to people with ID avoiding getting help in the future, which can result in further health complications and isolation (Weiss & Lunsky 2010). 
Care Planning for Individuals with ID Experiencing Mental Health Issues

In line with past research, our results suggest that people with ID who are experiencing psychiatric crises commonly rely on the ED (Lunsky et al, 2008; Weiss et al., 2009). This study indicates that individuals with ID and caregivers view the ED as a safe place during crisis; however, use of the ED can become problematic if used primarily for social support as EDs are resource intensive, highly stressful and work under time constraints. Past research has also found that individuals with ID, caregivers, and hospital staff struggle with the lack of support available to those with ID in hospital and in the community (Lunsky et al., 2008; Gibbs et al., 2008; Weiss et al., 2009). Different jurisdictions have crisis services as well as community based services that can be helpful for individuals with ID. In the UK, there are local ID community teams which have nursing, psychology and medical input, as well as specialized mental health teams to support individuals with ID. In the United States, there are social services and mental health services that individuals with ID can avail of in some jurisdictions which offer crisis supports and intensive outpatient care (e.g., Center for START Services, 2016). In Ontario and other parts of Canada (Lunsky et al, 2007), there are some community based mental health and ID specialized services but there is local variation in terms of availability.  It is vital that community-based services are accessible to address gaps in support and alleviate reliance on the ED during crisis. It is equally important that individuals with ID and caregivers are equipped to navigate community-based services for support during a psychiatric crisis. Conversely, issues associated with care planning can be addressed by involving liaison workers in hospital to help connect families to such services. (Bell, 2012; Heslop, Blair, Fleming, Hoghton, Marriott, & Russ, 2014). 
Preparing First Responders and Service Providers to Support Individuals with ID and Mental Health Issues
The reports of caregivers and individuals with ID suggest they are not receiving adequate care in the ED, consistent with prior research (Lunsky & Gracey, 2009; Iacono et al., 2014). While the ED can connect individuals with community-based services, this care pathway can be problematic as it has been shown that hospital staff harbour negative attitudes toward ID, and lack knowledge and skills to provide quality care to the individual and connect them with appropriate services (Iacono et al., 2014; Lunsky et al., 2014). Efforts to change attitudes and skillsets of hospital staff and first responders are much needed and overdue. Increasing the provision and breadth of services in the community will not suffice as a solution; rather, it is crucial to educate and train professionals in adapting care to effectively interact with individuals with ID when they present in emergency care settings. Moreover, emergency personnel, including ED hospital staff, police officers, and paramedics must alter their perceptions of ID and mental health issues as well as their practical approach to ensure equity in the support they provide (Fox & Wilson 1999; Lunsky et al, 2014; Spivak & Thomas 2013; Weiss et al, 2009).  With a shift toward community living for people with ID, the onus to support this population rests, not only the family and ID agencies, but equally on the community itself to facilitate full inclusion. 
Consistent with past research our study found that individuals with ID were ignored, not taken seriously, or physically restrained by hospital ED staff (Lunsky & Gracey, 2009; Iacono et al., 2014) which tended to escalate the situation or cause further trauma. Some research has examined police interactions with individuals with ID in relation to crime (Bailey, Barr, & Bunting, 2001; Spivak & Thomas, 2013), however, our study provides insight into the interactions with police when individuals with ID are experiencing a psychiatric crisis in the community. There has been some success in training police to recognize Autism in the UK (e.g. Bailey et al, 2001). In the U.S., efforts are being put forth to train law enforcement to be equipped when interacting with individuals with Autism as well, ID including: considerations, improved recognition and training tips for other officers (Autism Speaks, 2016). There is no reason why police training as it relates to ASD can’t be expanded to ID. The use of health passports has also shown some success in facilitating communication between hospital staff and individuals with ID to better support them in health care settings (Brodrick et al, 2011; Bell, 2012). Importantly, in our study individuals with ID and caregivers seldom made mention of the use of care plans to improve outcomes in current or future crises. These plans should be developed prior to crisis events and provide strategies for the individual with ID and others involved. 
Limitations

This study focused on the perspectives of individuals with ID and their caregivers; however the study only consisted of 12 participants which limits the generalizability of the study’s findings. Furthermore, this study interviewed individuals with ID who had multiple hospital visits during one interview session. People with ID may have had issues differentiating the events from various hospital visits that occurred several months prior to the study’s interview. Future study design should strive to conduct interviews after each hospital visit so that people with ID can provide the most accurate description of each visit.  Future research is needed to examine whether the poor treatment of people with ID and mental health concerns is due to their ‘double’ stigma and if/how it may differ from the health care that mental health patients receive who do not have an ID. A comparative study examining these two groups is needed.
From the study’s finding several key recommendations are suggested to improve the quality of care provided individuals with ID experiencing psychiatric crisis. 
Recommendations 

· Education and training for ED staff, paramedics and police on how to interact and adapt care for individuals with ID experiencing mental health crises (Bailey et al, 2001; Bradley & Lofchy, 2005; Autism Speaks, 2016; Lunsky, Perry, Lake, & Lee, 2016). This education/training can be delivered to ED, paramedics and police departments connecting with community ID agencies and specialist in the areas of ID to conduct training. 
· ED, paramedics, and police departments should identify a liaison who works closely with community services to ensure that follow up and implementation of crisis plans are being executed successfully (Heslop et al, 2014). 
· Specialised continuing education training for mental health practitioners within the community to ensure they are adequately prepared to support individuals with ID and mental health issues to prevent and respond to crisis. 
· Distribution of accessible resources for individuals and caregivers that explain how to prevent and manage crisis and emergencies (Icovino & Escralew, 2009; Easyhealth, 2010; Lunsky & Weiss, 2012). 
· Proactive approach to coping with crisis, such as placing an emphasis on mental wellbeing in services and education within the community.  
· A universal approach to crisis planning is required where all parties are responsible for being better prepared to cope with crisis. For example, clinicians should be better prepared to support individuals with ID. Patients with ID and caregivers should also be better prepared in terms of what to expect in the ED. Community based crisis services can also play an important role to facilitate crisis response rather than ED use, when possible.
· Campaigns to increase awareness of mental health problems in this population and to reduce stigma. 

Individuals with ID and mental health issues are susceptible to stigma when interacting with community service providers. Often times, stigma surrounding ID and mental health problems is rooted in outdated policies and guidelines that are currently being implemented and followed by various systems. As we move towards a society of full inclusion it is important that guidelines, policy, and systems are not reinforcing subtle, outdated, or latent ablest notions (Spassiani &Friedman 2014). Systems must work together to ensure that policies and guidelines are being critically examined to ensure they are reflective of evidence-based best practices in health care and community integration to provide meaningful support and services for individuals with ID and mental health concerns. 
References

Ali, A., King, M., Strydom, A., Hassiotis, A. (2015) Self-reported stigma and symptoms of anxiety and depression in people with intellectual disabilities: Findings from a cross sectional study in England. Journal of Affective Disorders, 187, 224-231.  
Autism Speaks (2016). Information for law enforcement. Retrieved from https://www.autismspeaks.org/family-services/autism-safety-project/first-responders/law-enforcement
Balogh, R. S., Hunter, D., & Ouellette‐Kuntz, H. (2005). Hospital utilization among persons with an intellectual disability, Ontario, Canada, 1995–2001. Journal of Applied Research in Intellectual Disabilities, 18(2), 181-190.

Bell, R. (2012). Does he have sugar in his tea? Communication between people with learning disabilities, their carers and hospital staff. Tizard Learning Disability Review, 17(2), 57-63.

Bradley, E., & Lofchy, J. (2005). Learning disability in the accident and emergency department. Advances in Psychiatric Treatment, 11(1), 45-57.

Brodrick, D. et al (2011). One-page passport for people with learning disabilities. Nursing Standard, 25(47), 35-40.

Center for START Services (2016) About Center for START. Retrieved from  http://www.centerforstartservices.org/about 
Cooper, S. A., Smiley, E., Finlayson, J., Jackson, A., Allan, L., Williamson, A., & Morrison, J. (2007). The Prevalence, Incidence, and Factors Predictive of Mental Ill‐Health in Adults with Profound Intellectual Disabilities. Journal of Applied Research in Intellectual Disabilities, 20(6), 493-501.

Easyhealth (2010). Going to the hospital (leaflets). Retrieved from http://www.easyhealth.org.uk/listing/going-to-hospital-(leaflets) 
Fox, D., & Wilson, D. (1999). Parents’ experiences of general hospital admission for adults with learning disabilities. Journal of Clinical Nursing, 8(5), 610-614.

Gibbs, S. M., Brown, M. J., & Muir, W. J. (2008). The experiences of adults with intellectual disabilities and their carers in general hospitals: a focus group study. Journal of Intellectual Disability Research, 52(12), 1061-1077.

Green, J. & Thorogood, N. (2009) Qualitative Methods for Health Research: Second edition. London: SAGE Publications.
Grossman, S. A., Richards, C. F., Anglin, D., & Hutson, H. R. (2000). Caring for the patient with mental retardation in the emergency department. Annals of Emergency Medicine, 35(1), 69-76.

Heslop, P., Blair, P. S., Fleming, P., Hoghton, M., Marriott, A., & Russ, L. (2014). The Confidential Inquiry into premature deaths of people with intellectual disabilities in the UK: a population-based study. The Lancet, 383(9920), 889-895.

Hemsley, B., Balandin, S., & Togher, L. (2008). ‘We need to be the centrepiece’: Adults with cerebral palsy and complex communication needs discuss the roles and needs of family carers in hospital. Disability and Rehabilitation, 30(23), 1759-1771.

Iacono, T., & Davis, R. (2003). The experiences of people with developmental disability in emergency departments and hospital wards. Research in Developmental Disabilities, 24(4), 247-264.

Iacono, T., Bigby, C., Unsworth, C., Douglas, J., & Fitzpatrick, P. (2014). A systematic review of hospital experiences of people with intellectual disability. BMC Health Services Research, 14, 505.

Icovino, D. & Escralew, L. (2009, July). Family crisis handbook: How to cope when an adult loved one with a developmental disability experiences mental health or behavioural issues. Retrieved from http://abcdnj.org/wp-content/uploads/2009/10/FChandbook.pdf
Lunsky, Y., & Balogh, R. (2010). Dual diagnosis: A national study of psychiatric hospitalization patterns of people with developmental disability. The Canadian Journal of Psychiatry, 55(11), 721-728.

Lunsky, Y., Balogh, R., & Cairney, J. (2012). Predictors of emergency department visits by persons with intellectual disability experiencing a psychiatric crisis. Psychiatric Services, 63(3), 287-290.

Lunsky, Y., Garcin, N., Morin, D., Cobigo, V., & Bradley, E. (2007). Mental health services for individuals with intellectual disabilities in Canada: Findings from a national survey. Journal of Applied Research in Intellectual Disabilities, 20(5), 439-447.

Lunsky, Y., & Gracey, C. (2009). The reported experience of four women with intellectual disabilities receiving emergency psychiatric services in Canada: A qualitative study. Journal of Intellectual Disabilities, 13(2), 87-98.

Lunsky, Y., Gracey, C., & Gelfand, S. (2008). Emergency psychiatric services for individuals with intellectual disabilities: perspectives of hospital staff. Intellectual and Developmental Disabilities, 46(6), 446-455.

Lunsky, Y., Lake, J. K., Durbin, J., Perry, A., Bullock, H., Morris, S., & Lee, J. S. (2014). Understanding and improving care for individuals with intellectual and developmental disabilities in the emergency department. International Review of Research in Developmental Disabilities, 47(47), 1-37.

Lunsky, Y., Lin, E., Balogh, R., Klein-Geltink, J., Wilton, A. S., Kurdyak, P. (2012) Emergency department visits and use of outpatient physician services by adults with developmental disability and psychiatric disorder. Canadian Journal of Psychiatry, (57(10), 601-607. 
Lunsky, Y., Perry, A., Lake, J. K., & Lee, J. (2016) Improving emergency care for adults with developmental disabilities: A toolkit for providers. Retrieved from https://www.porticonetwork.ca/web/hcardd/kte/emergency-department-toolkit-v2
Lunsky, Y. & Weiss, J. (2012) Dual diagnosis: An information guide. Canada: Centre for Addiction and Mental Health. 
Patton, M. Q. (2002). Qualitative analysis and interpretation. Qualitative Research and Evaluation Methods, 3, 431-539.

Scior, K. (2011) Public awareness, attitudes and beliefs regarding intellectual disability: a systematic review. Research in Developmental Disabilities, 32, 2164–2182.

Scior, K., & Longo, S. (2005). In-patient psychiatric care: what we can learn from people with learning disabilities and their carers. Tizard Learning Disability Review, 10(3), 22-33.

Strauss, A., & Corbin, J. (1998). Basics of qualitative research: Techniques and procedures for developing grounded theory. Sage Publications.
Sowney, M. (2006). Caring for people with learning disabilities in emergency care. Emergency Nurse, 14(2), 23-30.

Sowney, M., & Barr, O. (2007). The challenges for nurses communicating with and gaining valid consent from adults with intellectual disabilities within the accident and emergency care service. Journal of Clinical Nursing, 16(9), 1678-1686.

Spassiani, N. A., & Friedman, C. (2014). Stigma: Barriers to culture and identity for people with intellectual disability. Inclusion, 2(4), 329-341.

Spiller, M. J., Costello, H., Bramley, A., Bouras, N., Martin, G., Tsakanikos, E., & Holt, G. (2007). Consumption of mental health services by people with intellectual disabilities. Journal of Applied Research in Intellectual Disabilities, 20(5), 430-438.

Spivak, B. L., & Thomas, D. M. (2013) Police contact with people with an intellectual disability: the Independent Third Person perspective. Journal of Intellectual Disability Research, 57(7), 635-649. 

Tint, A., & Lunsky, Y. (2015) Individual, social and contextual factors associated with psychiatric care outcomes among patients with intellectual disabilities in the emergency department. Journal of Intellectual Disability Research, 59, 999-1009
Webber, R., Bowers, B., & Bigby, C. (2010). Hospital experiences of older people with intellectual disability: Responses of group home staff and family members. Journal of Intellectual and Developmental Disability, 35(3), 155-164.

Weiss, J. A., & Lunsky, Y. (2010).Service utilization patterns in parents of youth and adults with intellectual disability who experienced psychiatric crisis. Journal of Mental Health Research in Intellectual Disabilities, 3, 145-163.
Weiss, J. A., Lunsky, Y., Gracey, C., Canrinus, M., & Morris, S. (2009). Emergency psychiatric services for individuals with intellectual disabilities: Caregivers’ perspectives. Journal of Applied Research in Intellectual Disabilities, 22(4), 354-362.

Zwaigenbaum, L., Nicholas, D. B., Muskat, B., Kilmer, C., Newton, A., Craig, W. R., Savithiri, R., Cohen-Silver, J., Greenglatt, A., Roberts, W., & Sharon, R. (2016) Perspectives of health care providers regarding emergency department care of children and youth with Autism Spectrum Disorder. Journal of Autism and Developmental Disorders, 46, 1725-1736.
Ziring, P. R., Kastner, T., Friedman, D. L., Pond, W. S., Barnett, M. L., Sonnenberg, E. M., & Strassburger, K. (1988). Provision of health care for persons with developmental disabilities living in the community: the Morristown model. Journal of the American Medical Association, 260(10), 1439-1444.
