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Health emergency services are a critical aspect of any health care system. They need to respond quickly and efficiently, especially in life-threatening situations. In a 2019 scoping study on health and access to health care services in the Deaf community in Wales, we noted the poor perception of health emergency services by this community. In this perspective article, we present reflections and opinions on health emergency services expressed by members of the Welsh Deaf community, with a focus on texting 999 and the availability of British Sign Language interpreters on short notice. We also present our viewpoint to deal with the issues in both settings.
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INTRODUCTION

Emergency services need to respond quickly and reliably in health emergencies; however, they often do not serve Deaf communities adequately (Reeves et al., 2002; Alexander et al., 2012; Emond et al., 2015a). Here, we focus on the Deaf community in Wales and Deafness with a capital D, which refers to “Deafness as a cultural identity” (Skelton and Valentine, 2003, p. 119), including the use of British Sign Language (BSL). This contrasts with deaf with a lower-case d, which refers to “medical descriptions of deafness” (Skelton and Valentine, 2003, p. 119).

Access to health care and experiences with the health care system differ widely for Deaf communities around the world (Nilsson et al., 2013; Kuenburg et al., 2016). Even within countries, access and experiences differ across regions (e.g., Perez et al., 2006), such that Deaf people's experiences with emergency health care in Wales may differ even from those in England or other parts of the UK. We therefore focus on previous literature that specifically considers (emergency) health care situations within the context of the Welsh Deaf community or, when needed, within a UK context.

UK Deaf community members have substantially poorer access to emergency services compared with the general population (Reeves et al., 2002; Alexander et al., 2012), and are at increased risk of preventable ill health, with chronic health conditions likely being underdiagnosed and undertreated (Emond et al., 2015b). Poor communication is one of the major reported problems (Alexander et al., 2012; Kuenburg et al., 2016). In 2002, BSL interpreters were present at only 7% of consultations with Deaf patients in hospital emergency departments (Reeves et al., 2002). Furthermore, 77% of Deaf BSL-users reported difficulties in communicating with hospital staff (Royal National Institute for the Deaf, 2004). These problems in emergency settings are the culmination of earlier problems: About 30% of Deaf individuals avoided seeing their family doctors because of communication difficulties (Royal National Institute for the Deaf, 2004). This limits Deaf patients' access to preventive services (McKee et al., 2011) and increases the possibility of emergency services being needed down the road for preventable adverse events (Bartlett et al., 2008; Schumacher et al., 2013; McKee et al., 2015). Family doctors were generally not aware of this problem, with 87% believing that they can communicate effectively with their BSL-using patients (Royal National Institute for the Deaf, 1999; Kyle et al., 2013). Many family doctors erroneously believed that lip reading, speech reading or note writing can be used to communicate health information effectively (Iezzoni et al., 2004).

Our previous scoping study (Shank and Foltz, 2019a,b,c), using group interviews with a total of 15 participants [11 female, four male, ages 41–90+; see (Shank and Foltz, 2019a,b,c), for more information], confirms that access to information and services in BSL remains a major issue for the Welsh Deaf community. We also noted an especially poor perception of emergency services in this community. In this perspectives paper, we therefore present a selection of Welsh Deaf community members' perspectives and opinions on texting 999 and interpreter availability in emergency situations drawn from this previous study. Our main aim is to give these Deaf community members a voice by presenting views that they have shared with us. Deaf individuals not only report fear, mistrust and frustration when dealing with health care services (Steinberg et al., 2006), they also often feel that they are voicing their needs and views, but are being ignored: “I always feel like deaf people are put last;” “I went to a meeting to talk about the ambulance service, hospitals… And everything is still the same, […] nothing has changed. No matter what you tell them, things are still the same. It doesn't make any difference.” Another aim is therefore to reiterate these needs and views in the hopes that the recommendations that we make based on them may be used to inform future policy changes.



RESEARCHER CHARACTERISTICS AND THE WELSH CONTEXT

As (hearing) researchers in the area of linguistics, we come to the topic of access to health care from a language minority, ethnographic and language rights perspective. Deaf communities are linguistic and cultural minority groups (Alexander et al., 2012). While the size of the Welsh Deaf community is not known, estimates range from 1,000 to 4,000 Deaf Welsh people (BDA, 2019; SignHealth, 2019; Action on Hearing Loss, 2020). Importantly, sign languages, such as BSL, are a fully-fledged, natural languages (Stokoe, 2005): BSL is not a signed form of English, but a distinct language with its own grammar, vocabulary and dialects (Quinn, 2017). As such, there are three languages, each with various dialects, used in Wales that are native to the region: English, Welsh, and BSL. From this perspective, Deaf individuals' needs differ from those of individuals who are deaf, hard-of-hearing or have a speech impairment in that members of the Deaf community have “language needs,” not “communication needs.”

This, however, is not recognized at the level of standards of care in Wales, where BSL has no legal status (BDA, 2019). The All Wales Standards for Accessible Communication and Information for People with Sensory Loss (NHS Wales, 2013) considers a BSL interpreter to be communication support, and distinguishes this from “any other language need” (p. 7), such as services in Welsh. The language used in the above standards is also in stark contrast with the Welsh Language Standards (Welsh Government, 2018) and the Scottish Government's BSL National Plan (Scottish Government, 2017), which frame Welsh and BSL, respectively, in terms of patients' “language choice” or “preferred language” rather than in terms of a communication need. The Welsh Government (2012) further state that many people “can only communicate and participate in their care as equal partners effectively through the medium of Welsh” (p. 6) and that health care through the medium of Welsh should be “a core component of care, not an optional extra” (p. 6). No mention of similar rights for BSL-users is made in the Standards for People with Sensory Loss (NHS Wales, 2013).



TEXTING 999 AND INTERPRETER AVAILABILITY

Since 2014, Deaf individuals in the UK can text 999 on smartphones, computers and tablets through Relay UK (Relay UK, 2020a). A relay assistant reads out the caller's typed messages to the emergency operator and types the spoken responses back to the caller (Relay UK, 2020b). The problem with this service is linguistic: Deaf individuals need to text the relevant emergency information in English. Individuals who require a BSL interpreter during regular doctor's appointments should not be expected to “be precise” and provide “details” (Relay UK, 2020b) in English when texting 999 in an emergency situation.

Access to sign language is essential for Deaf people's positive health care experiences (Steinberg et al., 2006). However, the UK lacks emergency BSL interpreters, i.e., interpreters available outside of regular hours and on short notice, especially in rural areas (Perez et al., 2006; Kyle et al., 2013). This is especially the case in Wales: There are currently no interpreter training programmes (NRCPD, 2020a), and in total only 48 BSL interpreters and 4 trainee interpreters, of which around 90% are female (NRCPD, 2020b). The Wales Interpretation and Translation Service (WITS), Action on Hearing Loss Cymru, the Center of Sign-Sight-Sound, and the Wales Council for Deaf People provide (salaried and freelance) BSL interpreters in health care settings (Auditor General for Wales, 2018). WITS alone, which is available to any public body in Wales and therefore does not only receive health-related requests, received 2,773 requests for a BSL interpreter during 2016–2017, making it the third most frequently requested language. The lack of qualified BSL interpreters in Wales makes meeting this demand difficult (Auditor General for Wales, 2018). The few BSL interpreters that currently serve Wales are typically fully booked weeks if not months into the future with non-emergency requests, such as through the Access to Work scheme (UK Government, 2020).

The number of health-related interpreter requests is also likely substantially below the actual need for BSL interpreters in Wales, as requesting an interpreter for a health appointment “seems almost deliberately difficult” in the UK (SignHealth, 2014, p. 13). Many Deaf patients report requesting a BSL interpreter for health care appointments, but not receiving one, especially on short notice, even if an interpreter had been promised. Thus, Deaf patients' language needs are often not met, and this is especially the case in acute hospital settings (McAleer, 2006; Middleton et al., 2010). Some emergency services and hospitals did not know how to book BSL interpreters (Earis and Reynolds, 2009; BDA, 2016), and interpreters were not always provided even for long hospital stays (SignHealth, 2014; BDA, 2016). As a result, Deaf patients admitted to hospital felt confused, vulnerable and isolated during an already stressful situation, as they couldn't communicate with staff and staff made little effort to communicate with them (SignHealth, 2014; BDA, 2016).



SELECT DEAF COMMUNITY MEMBERS' VIEWS

The Deaf community members that we talked to as part of our work exemplified the difficulty of communicating in English with 999 services in already stressful situations: “I texted the ambulance service, 999, and they were asking me all these questions, and I didn't understand what they were asking, so I had to phone my nephew at one o'clock in the morning to phone 999 for me;” “When you text control [999], there are all these questions that they are asking you. […] And all that we want to be able to say is ‘We need an ambulance. My partner is having a heart attack.' […] We're panicking, we don't understand the English, there are all these questions being texted to us. It's hard enough for us to understand it anyway without panicking at the same time.” One Deaf individual reported that 999 operators refused to believe that they did not understand English: “I already said to them ‘I don't understand your words'. And they kept texting the same questions again. And I kept saying to them ‘I don't understand you. I'm Deaf.' […] They just refused to accept that I couldn't understand them.” Another Deaf individual sums up this misconception: “They all think that Deaf people can read, but they don't realize, for a lot of us, we don't understand English.”

Due to such language problems, several Deaf individuals reported that “you can just dial 999 and leave it, and they will recognize my mobile.” This strategy puts Deaf individuals at risk: Silent mobile phone 999 calls are transferred to the automated Silent Solutions system, used throughout the UK with the main purpose of filtering out the ~20,000 daily accidental or hoax 999 calls (IOPC, 2019). The system prompts callers to cough, tap the handset, and finally to press 55 to indicate that they need help. Not pressing 55 terminates the call and the caller's location is not tracked (IOPC, 2020). Silent landline 999 calls do allow for location tracking, but help will only arrive if the operator is concerned for the caller's safety (IOPC, 2020). Many Deaf individuals use smartphones. When calling 999, they would not hear the Silent Solutions prompts, and their call would likely be terminated.

Interpreter availability was the most common issue for the Deaf community members we talked to. Even in non-emergency situations, interpreters are essential: “I always say ‘Make sure that you've booked an interpreter. Don't let me down. […] I don't want to be going through this again;” “it can be difficult when there is no interpreter. It makes you totally anxious.” While interpreters in Wales are in theory available 24/7 (Auditor General for Wales, 2018), many Deaf individuals reported problems with interpreter provision on short notice in hospital settings: “My husband went up to hospital and nobody came at all. And it was offered as 24-7 support. […] I had nobody to help.” One participant concluded, “I have had so many bad experiences in the hospitals, so has my husband.”

This situation has caused mistrust with services providing interpreters: “They have let us down so many times. They've said ‘Yeah, yeah, we'll get you an interpreter,' and they don't. […] And that's made me feel worse, made me feel down. […] And this is happening all the time.” Deaf community members also noted issues with interpreter availability, saying “most are never available.” But mistrust was mostly directed at hospitals: “They tell us they will try to find one, but when I ask an interpreter directly, they say they never contacted me;” “The hospital will swear blind that they have tried to find an interpreter […] I will then contact an interpreter, and they will say, ‘No, they never contacted me;” “They all say that. We tried, but couldn't find anyone.”



FUTURE DIRECTIONS AND RECOMMENDATIONS

Based on our knowledge and experience as researchers and linguists, the Welsh context, and our face-to-face interactions with members of the Deaf community, we offer recommendations for how to improve services for Deaf individuals in health emergency situations.

Implementing our recommendations requires a substantial expansion of services and training. We are aware that what we propose has financial implications, but we believe that concerns about potential costs should come after a fair and open assessment of the Deaf community's needs (and legal rights and protections afforded by the law). Furthermore, the current health inequalities that Deaf people in the UK face cost the NHS an estimated £30m per year (SignHealth, 2014). We therefore believe that it would be advantageous to reframe the discussion around the potential savings that could be achieved by implementing our recommendations.

In terms of 999 services, we propose that a 24/7, pan-Wales BSL emergency video service, available without prior registration and without the need to first download an app, is needed to avoid putting Deaf community members at greater risk in emergency situations. A service that requires English is not a reasonable adjustment under the Equality Act (UK Government, 2010). Technology to offer BSL emergency services already exists, and is already used for non-emergency police services (SignVideo, 2020) or GP appointments (Whereby, 2020). Video relay and remote interpreting services are already available in BSL on smartphones, computers, and tablets (e.g., InterpreterNow, 2020; SignVideo, 2020 etc.), can connect Deaf individuals with an interpreter in under 30 s (SignVideo, 2020), and are available 24/7 (InterpreterNow, 2020). However, there are various different services that differ slightly in what they offer, may require registration or the installation of an app (e.g., InterpreterNow, 2020), and may or may not be permanent (e.g., BSL Health Access, 2020). What is needed in an emergency is a unified 24/7 service that can be contacted from anywhere in Wales without the need for an app or prior registration. Such a service, however, should not replace Relay UK's already existing 999 emergency services, but be offered in addition.

Furthermore, we argue that interpreter availability in Wales must be improved. More BSL interpreters need to be trained and paid sufficiently to meet demand (Auditor General for Wales, 2018) and training programmes should be available in Wales. Hospital and emergency staff should know how to book interpreters (Earis and Reynolds, 2009; BDA, 2016). To ensure 24/7 availability, there should be an on-call system for BSL interpreters, similar to doctors. Both on-site and video interpreting should be available (Earis and Reynolds, 2009), with an interpreter available via video call until an on-site interpreter arrives in emergency situations. Currently, the responsibility to request an interpreter is on the patient (Auditor General for Wales, 2018). Instead, Deaf patients' records should state their language needs and preferences, and interpreters should be booked automatically for all appointments, follow-ups, referrals and emergencies, without patients needing to make a request (SignHealth, 2014; BDA, 2016). Patients should be informed that an interpreter has been secured and who the interpreter is. If possible, patients should have a choice of interpreter, e.g., someone of the same gender or who knows the patient's history (BDA, 2016; Auditor General for Wales, 2018). Health professionals should also be aware of the role of interpreters (Auditor General for Wales, 2018), who are there for them as much as for the patient: “Without the interpreter they would not be able to take a make a proper clinical assessment, explain the diagnosis and treatment, or discuss the patient's concerns” (SignHealth, 2014, p. 13). Health professionals should adapt to Deaf patients' language needs, not the other way around (Kyle et al., 2013; NHS Wales, 2013). Overall, “health services should be responsible for the provision of, and payment for, registered sign language interpreters so they can communicate safely with Deaf people in primary and secondary healthcare settings” (SignHealth, 2013, p. 9). Finally, long term goals should also include training more Deaf and BSL-proficient medical staff, especially in hospital settings (Middleton et al., 2010).



DISCUSSION

In this perspectives article, we focused on two examples of how emergency services still do not adequately serve the Welsh Deaf community. We have drawn on the previous literature and Deaf community members' voices to inform our opinions and recommendations as to how emergency services can be improved. In summary, we recommend a pan-Wales 999 BSL video emergency service provided in addition to Relay UK (2020a), and for on-site or online BSL interpreters to be secured automatically and, if needed, on short notice. Most importantly, any such services need to be developed by or with Deaf community members and be made available in addition to existing provisions. Whenever possible, Deaf patients should have a choice of which service they prefer.

Deaf patients repeatedly encounter barriers in accessing health care. The resulting “barrier fatigue” causes low expectations and anxiety at the prospect of engaging with these services. Some Deaf people “would rather risk being ill than face yet more poor communication” (SignHealth, 2014, p. 11). We need to be clear: These barriers would not exist if all health care services were provided to Deaf patients in BSL through native-signing staff. This level of training may not be feasible, but we need to be aware that it is the health care system that creates the barriers, not the Deaf patients. It is therefore up to the health care services and professionals to begin breaking the cycle and create more positive experiences.
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