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Abstract
This article explores the experiences of the use of the Regional Health and Social Care Hospital
Passport (Regional Hospital Passport) in Northern Ireland from the perspectives of adults with in-
tellectual disabilities, family carers and health professionals. From semi-structured interviews three
themes emerged: usefulness; facilitators; and barriers to the use of the Regional Hospital Passport.
There were clear benefits of the Hospital Passport when used across hospital services and clinical
practice settings such as dental and General Practices. There was participant agreement that
communication and the person-centred care experiences were enhanced. Findings suggest that
providers of health and social care services need to take greater responsibility and accountability for
ensuring Regional Hospital Passports are promoted and used across all settings. There is a re-
quirement to develop the wider use and uptake of hospital passports to support adults with in-
tellectual disabilities, with potential for use with other patient groups.
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Introduction

Research findings suggest that approximately 2% of the world population have an intellectual
disability (Public Health England, 2016) and it is anticipated that their health needs will increase due to
a greater increase in life expectancy resulting in an ageing population (World Health Organisation,
2016). Consequently, people with intellectual disabilities across the lifespan are more vulnerable to
experiencing complex physical and mental ill-health resulting in more frequent admissions and longer
stays in acute hospital service when compared to the non-disabled (RQIA, 2018). Yet, adults with
intellectual disabilities and their families continue to report dissatisfaction with their care when
accessing primary care and acute general hospital services (Learning Disabilities Mortality Review
(LeDeR) Programme, 2018; MENCAP, 2007) warranting further attention.

There is growing evidence of the barriers to the provision of healthcare for adults with intellectual
disabilities relating to communication problems and poor sharing of health information (Howieson,
2015; Mastebroek, et al., 2014; Walker, et al., 2014). Often, health professionals in acute care settings
are unaware that a patient has an intellectual disability until admission (Tuffrey-Wijne et al., 2014).
Therefore, theymay be poorly prepared to provide safe, effective, and appropriate care and support. This
is problematic as health and communication information is critical to inform the plan of care within the
acute hospital setting. Therefore, they need to understand the increasing complexities of patients with
cognitive and communication needs such as children and adults with intellectual disabilities and autistic
spectrum disorder with the need to make reasonable adjustments to their care and support where
necessary (Tuffrey-Wijne et al., 2014). The Health and Social Care Hospital Passport is a regional
Northern Ireland tool that has been utilised by adults with intellectual disabilities, their families and
health professionals to enable safe and effective person-centred care and throughout the care journey.

A mixed methods study in Canada by Heifetz and Lunsky (2018) highlighted that adults with
intellectual disabilities and their families reported that a Hospital Passport provides helpful infor-
mation, improved communication between patients and hospital professionals, and were viewed as
user friendly. However, another review of documents including the Hospital Passport by Northway
et al. in 2017 identified that variations existed between terminology used to describe Hospital
Passports; with significant variations in length and format of the passport, coupled with a poor
understanding of how the tool should be used to inform and improve care, thereby limiting their
overall effectiveness. Therefore, greater standardisation of the Hospital Passport was recommended
across the studies, with further research required to fully evaluate their effectiveness (Bell, 2012; Blair,
2011; Northway et al., 2017). Additionally, few studies have focused on the experiences of using a
specific Hospital Passport from a multi-dimensional perspective, including the experiences of adults
with intellectual disabilities and are largely absent from the existing research evidence.

The introduction and implementation of the Regional Hospital Passport in Northern
Ireland arose from a recommendation for the need to improve the hospital experience and
health outcomes, for people with intellectual disabilities (Guidelines and Audit
Implementation Network, 2010; RQIA, 2014). While all Health and Social Care Trusts
had developed and were using a locally developed Hospital Passport, there was a lack of
standardisation across all acute hospitals. Subsequently, the Regional Hospital Passport was
developed and implemented for use across all acute hospital settings in Northern Ireland by
the Public Health Agency in May 2017 following a pilot study (Millman and Gamble, 2018).
Hardcopies of the Regional Hospital Passport were sent to each of the five Health and Social
Care Trusts and voluntary organisations for wider distribution. A PDF of the Regional
Hospital Passport was also available for download from the Public Health Agency’s website.
The purpose of this study was to identify the experiences of the use of the Regional Hospital

2 Journal of Intellectual Disabilities 0(0)



Passport from the perspective of the adult with intellectual disabilities, their families and
health professionals following this implementation.

Methods

Design

A qualitative, descriptive design with a data-driven inductive approach informed the process (Braun
and Clarke, 2006). The EQUATOR checklist Consolidated Criteria for Reporting Qualitative
research (COREQ) (Tong et al., 2007) was used.

Recruitment

Participants were recruited via email from across the five Health and Social Care Trusts; voluntary
and community sector organisations accessed by adults with intellectual disabilities and families;
and professional organisations for nurses, doctors, and professions allied to health in Northern
Ireland. Additionally, details of the study were posted on social media sites including Twitter and
Facebook. The main inclusion criteria were that participants had used the Regional Hospital
Passport and were aged 18 years or over and able to provide informed consent.

A total of 29 potential participants contacted the researcher of which 15 were eligible to
participate in the study. The eligible participants were 14 females and one male, and included two
adults with intellectual disabilities, three family carers, one paid carer and nine registered nurses. On
receipt of the study information the paid carer decided not to continue. Despite follow up, one family
carer and one health professional, did not progress to an interview. A total of 12 participants
provided informed consent and participated in the study (Table 1). Pseudonyms were assigned to
provide anonymity and confidentiality was assured.

Interviews

As the aim of the study was to explore participant experiences, a qualitative inductive in-
terview approach was utilised. To accommodate individual preference, each participant was
offered the option of a 1-1 telephone interview or face-to face interview. Four participants

Table 1. Participants’ details.

Participant Role

Edna Adult with intellectual disabilities
Linda Adult with intellectual disabilities
Audrey Mother to Mark
Tess Sister to John
Anna Community Learning Disability Nurse
Catherine Registered Nurse
Emily Registered Nurse in Learning Disability
Helen Learning Disability Liaison Nurse
Irene Registered Nurse in Outpatients Department
Lucille Specialist Nurse in Learning Disability
Nicola Lead Nurse in Learning Disability
Sandra Learning Disability Nurse in Emergency Department

McCormick et al. 3



requested a face-to-face interview which took place in a location chosen by participants, and
eight interviews were conducted by telephone. The use of telephone interviews in qualitative
research are rarely employed as it is thought the absence of visual and nonverbal cues may
compromise the data. However, although there is a lack of research evidence on data quality,
the benefits of accessibility and reduced cost need to be considered (Johnson et al., 2021;
Novick, 2008).

An interview schedule developed by the researcher was used to guide each interview.
Questions for adults with intellectual disabilities and family carers asked about their experiences
of using the Regional Hospital Passport, what they liked and disliked about the passport, and
what would make the Regional Hospital Passport better. The Registered Nurses were also asked
about their experiences of using the Regional Hospital Passport, what they found useful and the
potential barriers to the utilisation of the Regional Hospital Passport, and what would they like to
see included in best practice guidelines. Probing questions were also asked to encourage par-
ticipants to extend or elaborate on their responses, although it was notable that the adults with
intellectual disabilities gave very succinct answers. The interviews with the researcher lasted an
average of 14 minutes for the adults with intellectual disabilities and 28 minutes for family
members and Registered Nurses. All interviews were recorded with consent and transcribed
verbatim and analysed.

Data analysis

Transcriptions were thematically analysed to identify key themes. The research team man-
ually analysed the data, thereby developing a close and subjective relationship with the data
analysis process (Silverman, 2010). Initial coding of data into categories was performed by
the first author and checked for consensus by the second author. The first author then un-
dertook a second level of coding that identified a smaller number of core themes (Caldwell
et al., 2011; Saldana, 2009). The proposed themes were then discussed by the research team
and consensus agreed.

Ethics

An ethics application and research protocol were submitted to the Integrated Research Ap-
plication System. The Proportionate Review Sub-committee of the London-Surrey Borders
Research Ethics Committee reviewed the application and approval was granted. All participants
received a participant information document by post or as an email attachment. An easy read
participant information booklet and consent form which included the use of pictures, colour,
and larger font was shared with participants with intellectual disabilities. After receiving written
and oral information about the study, participants returned their signed consent forms by post or
email.

Findings

The responses from adults with intellectual disabilities, their families and health professionals
regarding their experiences of using the Regional Hospital Passport for people with intellectual
disabilities are presented in three themes: (i) Usefulness of the Regional Hospital Passport; (ii)
Facilitators to the use of the Regional Hospital Passport; and (iii) Barriers to the use of the Regional
Hospital Passport. Each theme also had sub-themes, detailed in Table 2.
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Theme 1: Usefulness of the Regional Hospital Passport

The Regional Hospital Passport was viewed by all participants as a useful tool across inpatient
admissions and outpatient appointments, and in General Practice and Dental surgeries. It was
viewed as a valuable resource by Registered Nurses when supporting adults with intellectual
disabilities and their families, as communication pathways were enhanced and key information was
readily available, notably when attended the Emergency Department.

Identity Acquisition and Person-Centred Care. The information documented within the Regional
Hospital Passport were considered important and invaluable by the family carers and
Registered Nurses and was viewed as a tool to promote person-centred care. For example,
preferences for sitting in a chair rather than lying in a bed were documented, which reflected
the care required. Tess recalled how her brother John’s and her own experiences with acute
hospitals had improved since the Regional Hospital Passport was introduced. Tess attributed
this positive experience to professionals having a greater understanding of John’s specific
needs as they took time to read his information held in the Regional Hospital Passport.
Additionally, Tess believed health professionals saw John as an individual, with his own
identity, despite having additional care and communication needs associated with his in-
tellectual disability. It was evident from Tess’s narrative the benefits of the Regional Hospital
Passport, stating, “it has taken a lot of pressure off me”.

Some Registered Nurses also highlighted how the Regional Hospital Passport provided them
with a means of identifying that a patient in an outpatient or emergency department had an in-
tellectual disability. It enabled reasonable adjustments to be made, such as being seen as soon as
possible, or provided with a quiet place to wait, or longer appointment time, thereby avoiding
unnecessary anxiety. This information was particularly useful regarding pre-planned appointments
following inpatient care as there was an awareness of the individual’s needs by the Registered
Nurses and the adjustments required to their care and support. However, despite key information
being readily available and the desire to ensure the care journey through acute services was a more
positive experience, one Registered Nurse was aware that sometimes there was an unrealistic
expectation that adults with intellectual disabilities should be seen as a priority, which was not
always seen as realistic or achievable. Despite this, the benefit of having a Regional Hospital
Passport was evident across participants.

I felt straightaway that my brother suddenly had an identity…was actually a person, despite his learning
difficulties. (Tess, sister to John).

Table 2. Participants’ experiences of using the Regional Hospital Passport.

Themes Sub-themes

Usefulness of the Regional Hospital Passport Identity acquisition and person-centred care
Communication
Reasonable adjustments

Facilitators to the use of the Regional Hospital Passport Content and layout
Learning Disability awareness and training
Responsibility

Barriers to the use of the Regional Hospital Passport Reluctance and avoidance to read and use
Limited information and resources
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It is an excellent way of finding out about that person and their individual needs… It is simplified, it is
not a long-winded document, so you are scanning through it and getting the key information… This is a
short concise version of getting the relevant key information. (Helen, Learning Disability Liaison Nurse)

Communication. Communication experiences were diverse across the participants with adults with
intellectual disabilities reporting that the Regional Hospital Passport had a positive effect on their
General Practitioner visits and communication interactions, with information sharing improved. On
another occasion, when Edna was transported to her local hospital by ambulance, her experience
with paramedics improved on presentation of her Regional Hospital Passport.

They [General Practitioner and paramedics] explained everything in steps for me.Why they were doing
what they were doing … They more or less put everything that was happening into easier context or
easier wording for me. They explained everything in simple words rather than mumble jumble. (Edna,
adult with intellectual disabilities)

The value of the information available within the Regional Hospital Passport was further
highlighted as a rich information resource by Registered Nurses.

He [patient’s husband] is just sick of rewriting the same information over and over and over again. He’s
really, really on for the hospital passport, so I know it really does help family members whenever they are
completed and filled out properly. (Emily, Registered Nurse in Learning Disability)

Similarly, the experience of a family carer was also positive in relation to professionals utilising
her brother’s Regional Hospital Passport in the Emergency Department as team communication
noticeably improved.

I noticed such a difference… It was from the whole approach from the team … they explained to John
who they were, and that’s part of the passport, which was great, and what they were doing and what they
were going to do. (Tess, sister to John)

While it was evident that the Regional Hospital Passport contributed to improved communi-
cation, interactions and information sharing with adults with intellectual disabilities, their families
and health professionals, all participants acknowledged that further improvements were required.
Recommendation for the inclusion of additional questions related to emergency contacts and
numbers and contact details of health professionals involved in the person’s care such as General
Practitioners, social workers, speech therapists, specialist nurses were made. Further suggestions by
families and Registered Nurses were the inclusion of an up-to-date photograph on the front cover to
make it more personal and meaningful to adults with intellectual disabilities.

Reasonable Adjustments. The availability of the Regional Hospital Passport and the information
documented within highlighted the requirement for reasonable adjustments to care and support.
They ranged from the adult requiring clearer explanations from health professionals, sourcing
specialist equipment, providing a more suitable time to attend an appointment. The need to provide
reasonable adjustments such as side rooms, fold out beds or reclining chairs to support families and
carers and meet their needs were also identified. Information of the specific needs of adults with
intellectual disabilities were also shared across disciplines and professionals such as medical
secretaries and consultants, thereby aiming to promote person-centred care and support.
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Whilst a Learning Disability Liaison Nurse suggested that some health professionals may not be
comfortable with the implementation of reasonable adjustments, other Registered Nurses articulated
that there was a sense of fear about them and had subsequently been resolved with the im-
plementation of the Regional Hospital Passport. In essence this fear and lack of awareness re-
garding reasonable adjustments since they are a legal requirement, and a failure to make them is
likely to place patients at risk, ultimately presenting a barrier to implementation of the Regional
Hospital Passport, which in itself is a reasonable adjustment. With ongoing experience, and more
knowledge of possible reasonable adjustments, Registered Nurses in acute hospitals concluded they
were now better placed to provide person-centred care and support.

We weren’t really sure, legality wise, are we supposed to do this, are we not supposed to do this … so
long as there is no risk to the patient the reasonable adjustments are fantastic. It is about thinking outside
the box. (Catherine, Registered Nurse)

In the past if someone arrived early, staff were reluctant to give them an earlier appointment but nowwith
the passport they will do this. If anyone challenges this, they are told there is a clinical reason for that
person being seen ahead of others. (Irene, Registered Nurse in Outpatients Department)

Further use of the Regional Hospital Passport positively developed the experience and con-
fidence of Registered Nurses in the care and support of adults with intellectual disabilities in acute
hospitals.

In essence the Regional Hospital Passport was viewed as instrumental in providing person-
centred care and improving communication by many participants in this study. Adults with in-
tellectual disabilities and family carers, as users of the Regional Hospital Passport, reported that
information in the passport resulted in increased positive interactions with staff who had taken the
time to familiarise themselves with it.

I am a lot more confident going to appointments on my own to know that I have got that passport in my
handbag. Before I would have had to drag my brother with me or my friends. (Edna, adult with in-
tellectual disabilities).

Theme 2: Facilitators to the Use of the Regional Hospital Passport

The value of the Regional Hospital Passport and ease of use was highlighted overall as an ap-
propriate tool by all participants in this study. However, some recommendations were made as to
how it could be improved and developed further. These recommendations were categorised under
three themes: content and layout; awareness and training; and responsibility (Figure 1).

Content and Layout. There was a mixed reaction to the A4, eight-page, size of the Regional Hospital
Passport across all groups of participants with Edna commenting it was “handy enough to put in
your handbag” while Audrey suggested “it could be smaller”. However, Emily was equally
concerned that “if it was any smaller it would definitely get lost faster”. Generally, there was no
desire to make the Regional Hospital Passport any larger than it currently is. The general consensus
across all narratives, was that the short and simple format of the Regional Hospital Passport
provided sufficient information without the need to “trawl through notes… to get the key messages”
(Helen, Learning Disability Liaison Nurse).

McCormick et al. 7



Although the passport document is titled the ‘Regional Health and Social Care Hospital
Passport’, it was mainly referred to as a ‘Hospital Passport’. This would suggest that if the title was
more generic, such as a Healthcare Passport, adults with intellectual disabilities may be inclined to
recognise the value of taking their Regional Hospital Passport with them to any healthcare ap-
pointment, thereby having it readily available in the event of a referral to an Emergency Department.

Whilst all the questions included in the Regional Hospital Passport were relevant to an indi-
vidual during an inpatient stay, it was recommended to have a shortened version for use in other
health care settings, especially in the Emergency Department as the often busy environment may not
be conducive to having sufficient time to read the Regional Hospital Passport in its current format.
There were a variety of responses on how to make information within the Regional Hospital
Passport more accessible, for example having key information on the first or back page. However,
ultimately, this is just a tool and key to its utilisation and success is that it must be tailor made to suit
each individual patient irrespective of the healthcare setting they are attending.

It is a bit intimidating for a person with an intellectual disability because they see the words hospital and
passport. Hospital means somebody is going to be ill and passport means you are going on holiday.
(Audrey, mother to Mark)

Quite often people have gone to the General Practitioner and the General Practitioner has referred them
up [to Emergency Department] and they just haven’t taken their passport with them. (Sandra, Learning
Disability Nurse in Emergency Department)

Figure 1. Example from the Regional Hospital Passport.
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Awareness and Training. Whilst the eight Registered Nurse participants in the study were using and
promoting the Regional Hospital Passportwithin their areas of work, there was a general consensus
that more awareness and reference to it was critical in supporting health professionals to deliver safe
and effective care.

Although some Registered Nurses were delivering awareness and training sessions on
intellectual disability which incorporated the Regional Hospital Passport, there was a clear
position that this training should be mandatory at all staff inductions. Suggestions on the
training included incorporation of a case study, shared learning between the multi-
disciplinary team and online presentations for staff to access at their own pace. Commu-
nication, which included Makaton training, was considered a high training priority. Addi-
tionally, the need to include training on the Regional Hospital Passport for all healthcare
students was recommended.

Initially it should be in everybody’s induction. I know we have nursing and midwifery induction…And
then maybe it is something that we should be looking and saying look, every couple of years go for an
update … or do short training sessions and update sessions on the ward. (Catherine, Registered Nurse)

While they might never see anybody [a person with intellectual disability] in their placement… if they
are dealing with somebody, then that [training] will be the trigger. (Nicola, Lead Nurse in Learning
Disability)

Responsibility. In this study, Registered Nurses agreed that the responsibility for the implementation
of the Regional Hospital Passport in their service be undertaken by all nurses. Some nurses
recommended the appointment of a Learning Disability Liaison Nurse within the acute hospital to
provide additional support as adults with intellectual disabilities navigate their healthcare journey.
The role of the Learning Disability Liaison Nurse was highlighted by a family carer, as a pro-
fessional well placed to provide additional support and advice regarding the care and support needs
of people with intellectual disabilities. A Learning Disability Liaison Nurse stated that while the role
is well placed to identify needs, the primary responsibility for completing the Regional Hospital
Passport and implementing reasonable adjustments, remain the remit of all health professionals
rather than one expert, to ensure it was fully utilised.

Some participants identified the need for strategic leadership for the implementation and uti-
lisation of the Regional Hospital Passport including specialised intellectual disability and mental
health services. The continuing and ongoing responsibility for promoting the Regional Hospital
Passportwas suggested to fit within the remit of intellectual disability services and advocates. There
is an appreciation that some hospital wards and departments may have less regular contact with
adults with intellectual disabilities. A Lead Nurse from Learning Disability Services emphasised
that the Regional Hospital Passport still needed to be “maintained on the agenda” at strategic level
to ensure positive health experiences by adults with intellectual disabilities and their families are a
priority of care.

Maybe if it was higher up it would not be a big priority for them to get it implemented… being at ward
level it can be spread a lot quicker. It can be managed a lot better at ward level as well… definitely ward
level would be a lot more person centred. (Emily, Registered Nurse in Learning Disability).

We have to start putting the onus on all staff within all settings to say, do you know what, this person has
a learning disability, do they have a hospital passport, do they need reasonable adjustments for their care,
and we need to keep communicating that language among all staff. Not just staff in learning disability
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teams, not just staff in primary care, not just staff in the acute sector, it is staff throughout the whole of the
National Health Service. (Helen, Learning Disability Liaison Nurse)

Theme 3: Barriers to the Use of the Regional Hospital Passport

Reluctance and avoidance to read and use. Irrespective of where the Regional Hospital Passport was
presented, such as, in the ward setting, the emergency or dental departments, a recurring concern
raised by some participants, adults with intellectual disabilities, family carers, and Registered
Nurses, was that the Regional Hospital Passportwas not always read by health professionals due to
other competing demands and time constraints.

On two separate occasions when Audrey stayed with her sonMark when he was an inpatient on a
ward, even though he had a Regional Hospital Passport, she was saddened that staff were still
reluctant to make use of it, preferring instead to ask her the same questions. These experiences were
also familiar to Anna, a Community Learning Disability Nurse. As a result of hospital staff not
always referring to or using the Regional Hospital Passport, Anna regularly received phone calls
from hospital staff requesting information that was already documented and available in the Re-
gional Hospital Passport on admission. Anna was also concerned that families were reluctant to
leave their family member alone in hospital in case information was required even when the
Regional Hospital Passport was available.

On arrival to the Emergency Department, Edna also encountered some negative experiences due
to a lack of communication with some health professionals as “nobody was coming to let me know
what was happening”. Furthermore, Edna highlighted that she was unaware of what happened to her
Regional Hospital Passportwhen she arrived at the hospital or who it had been handed over to and it
was never returned to her. While she appreciated that “the staff in Accident and Emergency do not
have the time to sit and read all that in the time you are sitting there”, she was understandably upset
as she had to develop a new Regional Hospital Passport on discharge. These negative experiences
also reinforced that time and possibly lack of effort to read the Regional Hospital Passport as
another barrier to delivering safe, effective and informed care.

When people see documents, there will be people that will read them, but there will be other people who
may not read them. In a busy hospital environment, particularly medics and doctors, they may not read
that, and sometimes it’s those particular individuals that probably do need to read it and need to
communicate with the person with a learning disability. (Lucille, Specialist Nurse in Learning Disability)

Carers would stay with the person in the ward and are afraid to leave for something to eat, or for a break,
in case information is needed. If hospital staff would read the passport this information is already there.
(Anna, Community Learning Disability Nurse)

Limited information and resources. Not only was it noted that some health professionals did not read
the Regional Hospital Passport, but there were concerns that some families, carers and health
professionals were unaware of its existence. Every effort had been made by the Registered Nurse
participants, particularly in outpatient departments and the Emergency Department to promote the
Regional Hospital Passport. This promotion included posters being displayed and supplies of
hard copy Regional Hospital Passports being readily available or signposting to an electronic
copy.

It was also commented across all participants, that there was insufficient space available to
provide more detailed information to some questions with more taken up by pictures and boxes
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which could be utilised more effectively. The Learning Disability Liaison Nurse was anxious that
this limitation could potentially lead to a lack of confidentiality as information was subsequently
displayed above the patient’s bed or on a notice board for all to view. The wording of some of the
questions and detail provided was highlighted as a concern for a family carer and a Registered Nurse
as the way in which some questions were asked did not elucidate the relevant information required.
For example, Audrey found the words ‘main carer’ was not reflective of her son’s situation and
suggested “it should just have read ‘who looks after me’’’ whilst Lucille had “seen some hospital
passports where information was scarce”.

There was an overall sense of frustration by health professionals when an adult with intellectual
disabilities was not ‘flagged’ at time of referral. Due to this lack of communication between the
community and acute settings there was a lack of processes in place in advance of an appointment,
especially notable when an adult with intellectual disabilities was attending outpatient
appointments.

The need to ensure the Regional Hospital Passportwas up to date was another concern raised by
some Registered Nurses. Suggestions to negate this included the availability of an App and/or
electronic version of the Regional Hospital Passport included on the Health and Social Care central
databases further retaining its currency. An online version of the Regional Hospital Passport would
have additional benefits such as less reliance on handwriting, printing and readily available
electronic information at hand that was easily accessible.

We haven’t quite got there with the acute sector staff because they have no way of knowing that person
has a learning disability until they present actually on the day unless they are previously known to them
and they put an alert on them for next appointments. (Helen, Learning Disability Liaison Nurse).

The problem is with the hospital passport, it’s only useful for so long and things need updated regularly
and then it’s who is responsible for updating things. (Catherine, Registered Nurse)

Discussion

The aim of this study was to explore the experiences of the use of the Regional Hospital Passport
from the perspectives of adults with intellectual disabilities, families and health professionals.
Heslop et al. (2013) identified many aspects relating to poor quality of care for people with in-
tellectual disabilities and issues with care pathways, including a lack of reasonable adjustments to
help people access healthcare and healthcare information, particularly in relation to accessing non-
emergency acute care, a view further supported by Moloney et al.’s (2021) scoping reviews of
reasonable adjustments.

The Hospital Passport is considered a useful tool to provide essential information to aid
communication with people with intellectual disabilities when attending health services, however,
they are often under-utilised in acute hospital settings (Howie et al., 2021). Whilst there are some
studies presenting the challenges and experiences of people with intellectual disabilities in acute
hospital settings (Drozd et al., 2020; Iacono et al., 2014; McCormick et al., 2020), and some studies
reviewing Hospital Passports for people with intellectual disabilities (Heifetz and Lunsky, 2018;
Northway et al., 2017), there is an absence of studies exploring a combination of these experiences.
All participants in this study championed the value of utilising the Regional Hospital Passport and
there was a willingness to use it to plan and support the delivery of safe, effective and person-centred
care. The findings support the position that the Northern Ireland Regional Hospital Passport can
improve the experiences of adults with intellectual disabilities and their families when attending
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acute hospital and other health services. The Regional Hospital Passportmay also have wider utility
as it has the potential to be used with other population groups such as patients with dementia and
older adult services.

Previous researchers have also revealed that registered nurses have a need to more fully un-
derstand and communicate with people with intellectual disabilities and therefore require a deeper
understanding of the reasonable adjustments to support safe and effective care to improve the
hospital experience for these patients (Ndengeyingoma and Ruel, 2016; Tuffrey-Wijne et al., 2014).
Registered Nurses in this study reported that the Regional Hospital Passport assisted them to
communicate more effectively with adults with intellectual disabilities and their families, supporting
the identification and implementation of reasonable adjustments to enable person-centred care
(McCormack andMcCance, 2006; Moloney et al, 2021). The use of an up-to-date Hospital Passport
for people with intellectual disabilities is advocated by Alexander et al. (2020) to minimise risk in
the provision of care and support, notably during the COVID-19 pandemic.

Although the Regional Hospital Passport was regarded as a valuable resource, adults with
intellectual disabilities, families and Registered Nurses highlighted the need for the current
content and format to be reviewed and further developed to increase utility. Areas identified for
review extend findings of previous review studies of Hospital Passports, including clearer
wording, patient photographic identity, additional space for additional information to be included,
such as health status changes (Heifetz and Lunsky, 2018; Northway et al., 2017). Additionally, the
ability to access key information, particularly in an emergency, was identified as a necessary
development. Therefore, there is scope to develop and include a section with ‘important in-
formation’ at the start of the Regional Hospital Passport. The title of the Regional Hospital
Passport also requires further review as reference to ‘hospital’was identified as limiting the wider
utilisation beyond hospitals including General Practitioner and dental practices and community
health services.

Howie et al. (2021) suggests that the lack of confidence in supporting people with intellectual
disabilities is largely associated with inadequate education. Therefore, Registered Nurses in the
acute hospitals often feel underprepared to provide effective care and support. To address this need,
intellectual disability awareness and training sessions, including information regarding the use of
the Regional Hospital Passport, could be developed across health and social care organisations.
Previous research has shown that the success of wider implementation of a Hospital Passport
requires ‘buy in’ from key stakeholders, including acute hospital professionals, families and
community practitioners (Heifetz and Lunsky, 2018). This study has also highlighted the additional
need for ‘buy in’ at a strategic level within the Northern Ireland Health and Social Care Trusts and
the appointment of Learning Disability Liaison Nurses to support wider implementation. A
Northern Ireland wide communication and disseminations strategy could be developed and im-
plemented to raise awareness, uptake and use of the Regional Hospital Passport. All Health and
Social Care Trusts could identify a senior person with responsibility for the strategic implementation
of the Regional Hospital Passport to ensure maximum implementation and utilisation across all
areas of Health and Social Care services and integration into their respective Clinical Governance
and Patient Safety programmes.

Promoting further access and use of the Regional Hospital Passport, through the development
and implementation of a Healthcare Passport App was an area identified as necessary. A Healthcare
Passport App has the potential to provide easily accessible and up-to-date information for health
professionals to access due to the use of smart phone technology, thereby further promoting safe
and effective care and support (Alexander et al., 2020). Furthermore, where patients are admitted
to hospital unaccompanied by family or carers and visiting not permitted, such as during the
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COVID-19 pandemic, essential information would be readily available to assist in the planning
and delivery of care and support.

Strengths and limitations

The findings in this study present the views and experiences of adults with intellectual disabilities,
families and Registered Nurses from five Health and Social Care Trusts in Northern Ireland.
However, the recruitment of adults with intellectual disabilities and families, were less than an-
ticipated. The inclusion criteria for participants to have used the Regional Hospital Passport and the
impact of the COVID-19 pandemic from mid-March 2020 was identified as two factors effecting
participation. The only healthcare professionals involved in this study were Registered Nurses, and
whilst they are key to the utilisation of the Regional Hospital Passport, nevertheless, it has the
potential to be adopted and implemented by all healthcare professionals and acute care staff. The
study reports on a variety of settings where the Regional Hospital Passport has been used. However,
further insight from wider clinical settings, such as primary care and dental services, and some
quantitative data, may strengthen the findings.

Conclusion

These findings support the position that professionals in health and social care services are ac-
countable for ensuring the Regional Hospital Passport is promoted and used across health settings
in Northern Ireland. Previous research demonstrates that Hospital Passports, enable the making of
reasonable adjustments by informing care planning and delivery that improves the care journey for
people with intellectual disabilities in healthcare settings. To promote the Regional Hospital
Passport, a strategic approach is required across key stakeholders. There is therefore a need and an
opportunity to develop the use and uptake of the Regional Hospital Passport as part of clinical
governance and patient safety initiatives that deliver safe, effective and person-centred care and
support for people with intellectual disabilities. This is necessary due to the ageing and increasing
population of people with intellectual disabilities, many with complex health needs, and there is a
need to fully facilitate the uptake and use of the Hospital Passport across all providers of health and
social care.

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with respect to the research, authorship, and/or
publication of this article.

Funding

The author(s) disclosed receipt of the following financial support for the research, authorship, and/or pub-
lication of this article: This work was supported by the Public Health Agency in Northern Ireland.

Ethical approval

An ethics application and research protocol were submitted to the Integrated Research Application System. The
Proportionate Review Sub-committee of the London-Surrey Borders Research Ethics Committee reviewed the
application and approval was granted. After receiving written and oral information about the study, participants
returned their signed consent forms by post or email.

McCormick et al. 13



ORCID iDs

Freda McCormick  https://orcid.org/0000-0002-7132-098X
Lynne Marsh  https://orcid.org/0000-0003-4296-1291
Laurence Taggart  https://orcid.org/0000-0002-0954-2127
Michael Brown  https://orcid.org/0000-0003-3230-401X

Supplemental Material

Supplemental material for this article is available online.

References

Alexander R, Ravi A, Barclay H, Sawhney I, Chester V, Malcolm V, Brolly K, Mukherji K, Zia A, Tharian R,
Howell A, Lane T, Cooper V and Langdon PE (2020) Guidance for the Treatment and Management of
COVID-19 Among People with Intellectual Disabilities. Journal of Policy and Practice in Intellectual
Disabilities 17(3): 256-269. https://doi:10.1111/jppi.12352

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

Blair J (2011) Care adjustments for people with learning disabilities in hospitals.NursingManagement 18(8): 21–24.
Braun Vand Clarke V (2006) Using thematic analysis in psychology.Qualitative Research in Psychology 3(2):

77-101. https://doi.org/10.1191/1478088706qp063oa
Caldwell K, Henshaw I and Taylor G (2011) Developing a framework for critiquing health research: An early

evaluation. Nurse Education Today 31(8): 1-7. https://doi:10.1016/j.nedt.2010.11.025
Drozd M, Chadwick D and Jester R (2020) An integrative review of the hospital experiences of people with an

intellectual disability: Lack of orthopaedic and trauma perspectives. International Journal of Orthopaedic
and Trauma Nursing 39. https://doi.org/10.1016/j.ijotn.2020.100795

Guidelines and Audit Implementation Network (2010) Guidelines on Caring for People with a Learning
Disability in General Hospital Settings. Available at: https://acppld.csp.org.uk/system/files/caring_for_
people_genhosp.pdf (accessed 3 May 2022).

HeifetzM and LunskyY (2018) Implementation and evaluation of health passport communication tools in emergency
departments. Research in Developmental Disabilities 72: 23-32. https://doi:10.1016/j.ridd.2017.10.010

Heslop P, Blair P, Fleming P, Hoghton M, Marriott A and Russ L (2013) Confidential Inquiry into premature
deaths of people with learning disabilities. Bristol, Norah Fry Research Centre. Available at: https://www.
bristol.ac.uk/medialibrary/sites/cipold/migrated/documents/fullfinalreport.pdf (accessed 3 May 2022).

Howie VA,Welch AJ, Horton ES andWirihana LA (2021) The quandary of registered nurses untrained in adult
intellectual disability nursing when caring for this diverse patient group in acute care settings: An integrated
literature review. Journal of Clinical Nursing 30: 1-14. https://doi.org/10.1111/jocn.15663

Howieson J (2015) Experiences of acute hospital services among people with mild to moderate learning
disabilities. Learning Disability Practice 18(9): 34-38. https://doi:10.7748/ldp.18.9.34.s27

Iacono T, Bigby C, Unsworth C, Douglas J and Fitzpatrick P (2014) A systematic review of hospital ex-
periences of people with intellectual disability. BMC Health Services Research 14: 505. http://www.
biomedcentral.com/1472-6963/14/505

Johnson DR, Scheitle CP and Ecklund EH (2021) Beyond the In-Person Interview? How Interview Quality
Varies Across In-Person, Telephone, and Skype Interviews. Social Science Computer Review 39(6):
1142-1158. https://doi.org/10.1177/0894439319893612

Learning Disabilities Mortality Review (LeDeR) Programme (2018) Annual report, Bristol, Norah Fry Re-
search Centre. Available at https://www.bristol.ac.uk/media- library/sites/sps/leder/LeDeR_Annual_Re-
port_2018%20published%20May%202019.pdf (accessed 3 May 2022).

14 Journal of Intellectual Disabilities 0(0)

https://orcid.org/0000-0002-7132-098X
https://orcid.org/0000-0002-7132-098X
https://orcid.org/0000-0003-4296-1291
https://orcid.org/0000-0003-4296-1291
https://orcid.org/0000-0002-0954-2127
https://orcid.org/0000-0002-0954-2127
https://orcid.org/0000-0003-3230-401X
https://orcid.org/0000-0003-3230-401X
https://doi:10.1111/jppi.12352
https://doi.org/10.1191/1478088706qp063oa
https://doi:10.1016/j.nedt.2010.11.025
https://doi.org/10.1016/j.ijotn.2020.100795
https://acppld.csp.org.uk/system/files/caring_for_people_genhosp.pdf
https://acppld.csp.org.uk/system/files/caring_for_people_genhosp.pdf
https://doi:10.1016/j.ridd.2017.10.010
https://www.bristol.ac.uk/medialibrary/sites/cipold/migrated/documents/fullfinalreport.pdf
https://www.bristol.ac.uk/medialibrary/sites/cipold/migrated/documents/fullfinalreport.pdf
https://doi.org/10.1111/jocn.15663
https://doi:10.7748/ldp.18.9.34.s27
http://www.biomedcentral.com/1472-6963/14/505
http://www.biomedcentral.com/1472-6963/14/505
https://doi.org/10.1177/0894439319893612
https://www.bristol.ac.uk/media-library/sites/sps/leder/LeDeR_Annual_Report_2018publishedMay2019.pdf
https://www.bristol.ac.uk/media-library/sites/sps/leder/LeDeR_Annual_Report_2018publishedMay2019.pdf


McCormack B and McCance T (2006) Development of a framework for person centred nursing. Journal of
Advanced Nursing 56(5): 472-479. https://doi.org/10.1111/j.1365-2648.2006.04042.x

McCormick F, Marsh L, Taggart L and Brown M (2020) Experiences of adults with intellectual disabilities
accessing acute hospital services: A systematic review of the international evidence.Health and Social Care
in the Community 29: 1-11. https://doi.org/10.1111/hsc.13253

Mastebroek M, Naaldenberg J, Lagro-Janssen AL and van Schrojenstein Lantman de Valk HM (2014) Health
information exchange in general practice care for people with intellectual disabilities - A qualitative review of the
literature. Research in Developmental Disabilities 35(9): 1978-1987. https://doi.org/10.1016/j.ridd.2014.04.029

Mencap (2007) Death by indifference: Following up the Treat me right! report. Mencap. Available at: https://
www.mencap.org.uk/sites/default/files/2016-06/DBIreport.pdf (accessed 3 May 2022).

Millman C and Gamble R (2018) Evaluation of the Regional Hospital Passport for People with Learning
Disabilities, November 2018, Public Health Agency. Available at: https://www.publichealth.hscni.net/
publications/evaluation-regional-hospital-passport-people-learning-disabilities (accessed 3 May 2022).

Moloney M, Hennessy T and Doody O (2021) Reasonable adjustments for people with intellectual disability in
acute care: a scoping review of the evidence. BMJ open 11(2): e039647. https://bmjopen.bmj.com/content/
bmjopen/11/2/e039647.full.pdf

NdengeyingomaA andRuel J (2016)Nurses’ representations of caring for intellectually disabled patients and perceived
needs to ensure quality care. Journal of Clinical Nursing 25(21-22): 3199-3208. https://doi:10.1111/jocn.13338

Northway R, Rees S, Davies M and Williams S (2017) Hospital passports, patient safety and person- centred
care: A review of documents currently used for people with intellectual disabilities in the UK. Journal of
Clinical Nursing 26: 5160–5168. Available at: https://doi:10.1111/jocn.14065

Novick G (2008) Is There a Bias Against Telephone Interviews in Qualitative Research? Research in Nursing &
Health 31(4): 391-398.

Public Health England (2016) People with learning disabilities in England 2015: Main report. Available at:
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/613182/
PWLDIE_2015_main_report_NB090517.pdf (accessed 3 May 2022).

Regulation and Quality Improvement Authority (2014) Review of Implementation of GAIN Guidelines on
Caring for People with a Learning Disability in General Hospital Settings. Available at: https://www.rqia.
org.uk/RQIA/files/69/6992f0a9-b602-4832-ace7-e505d6dc1125.pdf (accessed 3 May 2022).

Regulation and Quality Improvement Authority (2018) Guidelines on Caring for People with a Learning
Disability in General Hospital Settings. Available at: https://www.rqia.org.uk/RQIA/files/41/41a812c6-
fee8-45ba-81b8-9ed4106cf49a.pdf (accessed 3 May 2022).

Saldana J (2009) The coding manual for qualitative researchers. London: SAGE.
Silverman D (2010)Doing Qualitative Research, 3rd edition. London, California, New Delhi, Singapore: SAGE.
Tong A, Sainsbury P and Craig J (2007) Consolidated criteria for reporting qualitative research (COREQ): a 32-

item checklist for interviews and focus groups. International Journal for Quality in Health Care 19(6):
349-357. https://doi.org/10.1093/intqhc/mzm042

Tuffrey-Wijne I, Goulding L, Giatras N, Abraham E, Gillard S, White S, Edwards C and Hollins S (2014) The
barriers to and enablers of providing reasonably adjusted health services to patients with learning disabilities
in acute hospitals: Evidence from a mixed-methods study. British Medical Journal Open 4: e004606.
https://doi.org/10.1136/bmjopen-2013-004606

Walker C, Beck CR, Eccles R andWeston C (2014) Health inequalities and access to health care for adults with
learning disabilities in Lincolnshire. British Journal of Learning Disabilities 44(1): 16-23. https://doi.org/
10.1111/bld.12104

World Health Organisation (2016) The Global strategy and action plan on ageing and health. Available at:
https://www.who.int/publications/i/item/9789241513500 (accessed 3 May 2022).

McCormick et al. 15

https://doi.org/10.1111/j.1365-2648.2006.04042.x
https://doi.org/10.1111/hsc.13253
https://doi.org/10.1016/j.ridd.2014.04.029
https://www.mencap.org.uk/sites/default/files/2016-06/DBIreport.pdf
https://www.mencap.org.uk/sites/default/files/2016-06/DBIreport.pdf
https://www.publichealth.hscni.net/publications/evaluation-regional-hospital-passport-people-learning-disabilities
https://www.publichealth.hscni.net/publications/evaluation-regional-hospital-passport-people-learning-disabilities
https://bmjopen.bmj.com/content/bmjopen/11/2/e039647.full.pdf
https://bmjopen.bmj.com/content/bmjopen/11/2/e039647.full.pdf
https://doi:10.1111/jocn.13338
https://doi:10.1111/jocn.14065
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/613182/PWLDIE_2015_main_report_NB090517.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/613182/PWLDIE_2015_main_report_NB090517.pdf
https://www.rqia.org.uk/RQIA/files/69/6992f0a9-b602-4832-ace7-e505d6dc1125.pdf
https://www.rqia.org.uk/RQIA/files/69/6992f0a9-b602-4832-ace7-e505d6dc1125.pdf
https://www.rqia.org.uk/RQIA/files/41/41a812c6-fee8-45ba-81b8-9ed4106cf49a.pdf
https://www.rqia.org.uk/RQIA/files/41/41a812c6-fee8-45ba-81b8-9ed4106cf49a.pdf
https://doi.org/10.1093/intqhc/mzm042
https://doi.org/10.1136/bmjopen-2013-004606
https://doi.org/10.1111/bld.12104
https://doi.org/10.1111/bld.12104
https://www.who.int/publications/i/item/9789241513500

	Using a hospital passport from the perspective of adults with intellectual disabilities, family carers and health professio ...
	Introduction
	Methods
	Design
	Recruitment
	Interviews
	Data analysis
	Ethics

	Findings
	Theme 1: Usefulness of the Regional Hospital Passport
	Identity Acquisition and Person-Centred Care
	Communication
	Reasonable Adjustments

	Theme 2: Facilitators to the Use of the Regional Hospital Passport
	Content and Layout
	Awareness and Training
	Responsibility

	Theme 3: Barriers to the Use of the Regional Hospital Passport
	Reluctance and avoidance to read and use
	Limited information and resources


	Discussion
	Strengths and limitations
	Conclusion
	Declaration of conflicting interests
	Funding
	Ethical approval
	ORCID iDs
	Supplemental Material
	References


