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Abstract

Background: The purpose of this article is to describe an interventional project in a University Hospital. It explains
the adjustments that were made to provide good care for patients with intellectual and developmental disabilities
in an acute care setting in Western Switzerland. It is not the exposition of the results of a formalised research or
study. Rather, this article relates the success story of a project initiated by a small group of passionate people on
their free time, that eventually entered in the 2020 strategic planning of the largest hospital of Switzerland.
Switzerland does not have a national policy regarding health needs for patients with intellectual and developmental
disabilities. Health care professionals are not trained to identify and meet the specific health needs of this population
and little is taught about intellectual and developmental disabilities during undergraduate studies.

Method: The Disability Project was conducted between 2012 and 2017 in Geneva University Hospital, as follows:
Firstly, over sixty working group sessions took place to identify the specific health needs of people with intellectual and
developmental disabilities, to identify the barriers to providing equity of care and to prioritize reasonable adjustments.
The four following barriers emerged from these meetings:

1. Lack of awareness of healthcare professionals on specific health issues for patients with intellectual and
developmental disabilities, which resulted in a poor healthcare coordination and reduced quality of care.

2. Communication and information transmission issues between hospital staff, families and supported residential
accommodations.

3. Lack of training or insufficient training of healthcare professionals and hospital staff on intellectual and
developmental disabilities.

4. Inaccessibility of the hospital facilities and buildings for patients with disabilities

Secondly, arising from these priorities, interventions were developed.

Findings: The interventions were eventually applied throughout the hospital. Recommendations and reasonable
adjustments were made to provide accessibility and equity of care for patients with intellectual and developmental
disabilities.

Conclusion: The Disability Project has achieved many reasonable adjustments in an acute care setting to provide good
care and satisfaction for this population and their families.
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Background
One in seven people experience disability in the world
[1]. The World Health Organisation (WHO) states that
“people with disabilities have generally poorer health,
lower education achievements, fewer economic oppor-
tunities and higher rates of poverty than people without
disabilities” [1]. A disabled person is twice as likely to
find healthcare providers’ skills and facilities inadequate,
three times more likely to be denied healthcare and four
times more likely to be treated badly in the healthcare
system [2]. This statement is corroborated by the Mencap
[3, 4] and Michael-Richardson reports [5] in the United
Kingdom, a country which shares with Switzerland,
Canada and France a similar issue of access to healthcare
inequalities for PWID. These rather concerning state-
ments should be an incentive to health providers to raise
awareness among HealthCare Professionals (HCP) in
Switzerland. Wieland [6] indicates, regarding the hospital-
isation of patients with intellectual and developmental dis-
abilities (PWID) in Swiss Hospitals, that between 1997
and 2008 only 0.2% of the PWID were hospitalised every
year, while 1% of the general population was hospitalised
per year. Statistically, they should have the same ratio of
hospitalisation as the general population. This shows that
0.8% of the PWID have either not been identified as being
disabled or worse, might not have the same access to
healthcare as the general population in Switzerland. Fur-
thermore, the Federal Office of Statistics [7] states that,
PWID (between the age of one to forty-four years), who
are institutionalised, have a six to nine times higher rate of
mortality than the general population. This due to their
disabilities and poorer health conditions.
According to the WHO Health Report [8] and Maulik

[9], the overall prevalence of intellectual and develop-
mental disability (ID) is between 1 and 3%. The Swiss
population being 8,4 million people, it is estimated that
80,000 to 240,000 people are in this population and
hence concerned by accessing healthcare. It can be ex-
trapolated that Geneva, having 490,000 inhabitants, has
approximately 12,800 people living with an ID. The life
expectancy of PWID has increased notably to practically
match the life expectancy of the general population,
hence they are exposed to the same health issues as
every ageing person, with greater risks to develop dis-
eases and new disabilities [10, 11]. The cost of health-
care for PWID cannot be precisely estimated in
Switzerland due to the lack of accurate data concerning
health care. But with the cost of health for the general
population being CHF 77.754 million in 2015 [12], it can
be estimated that 1 to 3% of this sum applies to the
health care of PWID, that is CHF 777 to 2332 million.
34,9% of the total sum that is spent on hospitals (CHF
27,158 million). This demonstrates that the subject is of
considerable importance.

Apart from the financial perspective, the legal aspects
justify such a project as well. Indeed, the Convention on
the Rights of Persons with Disabilities [13] requires that
parties should provide the same range, quality and
standard of care for PWID as for the general population.
It is common belief, in Switzerland, that they have the
same access to mainstream health care services as the
general population. However, families, associations,
social care providers and representatives of supported
residential accommodations make the same assessment
as the WHO: PWID do not get the same quality of
healthcare as the general population, they have less ac-
cess to healthcare services and therefore their healthcare
needs are not met [6].
The training of the HCP participates greatly in the

quality of care that PWID receive. In fact, providing
good care to this specific population requires specific
skills and knowledge, particularly in communication,
legal rights, pain detection, and identification of atypical
clinical symptoms [14, 15]. Providing good care for a
person with challenging behaviour in an emergency ser-
vice can be very difficult if the HCP has not been trained
for it [16, 17]. The literature shows evidence that the
training of the HCP on ID is a crucial factor in providing
good care for PWID [2, 15, 18].
Generally, the literature makes the following recom-

mendations to achieve equity and quality of care for
PWID: Both the reports from the “Union Nationale des
Associations de Parents, de personnes handicapées men-
tales et de leurs amis” (UNAPEI) [18] and from the
“Académie Suisse des Sciences Médicales” (ASSM) [14]
recommend that PWID should be included in preven-
tion and health promotion programs; that specialized
and referral centres and professionals should be devel-
oped; that a specialised physician and nurse should be
identified in acute care settings as referral and support;
and that a coordinated care path should be organised
[14, 18–20]. Other recommendations are that HCP
should be trained on ID and legal rights [1]; that social
workers, care workers should be trained on health issues
for PWID [21, 22]; that family care givers also should be
trained on health issues; that communication between
all partners be improved through documents, such as
health passports and documents that are easy to read
and understand [23]; and finally, that epidemiologic
studies on PWID’s specific health needs should be pro-
moted [24, 25]. There is an important knowledge gap on
the subject in Switzerland and other European countries
due to lack of awareness on this issue hence the
non-existence of specific data. So far, the hospital admis-
sion registration has not tracked the degree of intellec-
tual disability of the patient, if any. This means it is
impossible to relate the history of interventions to the
population of PWID.
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The aim of the Disability Project is to provide good
care for PWID in an acute care setting. It is a challenge
that the project team has decided to address to reach
equity and quality of care for PWID in Switzerland.

Method
Location
The Disability Project was conducted between 2012 and
2017 in a University Hospital of approximately fifteen
hundred beds, the “Hopitaux Universitaires de Genève”
(HUG). It was decided to start the project with the
emergency service (ES) (before further extension) be-
cause, most of the time, the ES is the entry point of the
hospital for PWID. It is the right place to identify them
and, as such, the ES was the environment of choice to
test and implement the “reasonable adjustments”.
Later on, the project was extended, first to the intern

medicine department, and then to other specific units
where PWID were more likely to be hospitalised, such
as neurology and intensive care services.

Population
The targeted patient group of the project, patients with in-
tellectual and developmental disabilities, autistic spectrum
disorders and severe disabilities, (PWID) was chosen be-
cause of its extreme vulnerability and unmet health needs
as stated by the WHO [26]. One of the main difficulties
encountered by the project leader was the lack of data re-
garding PWID in the hospital. There were no statistics on
how many PWID were hospitalised or for how long. As
there was no accurate medical coding system or other way
to identify this group, it was decided to identify PWID ac-
cording to their supported residential accommodations or
institutions, as well as via associations of parents of PWID.
No other criteria were added for fear of raising a feeling of
segregation or exclusion.

Team
This project gathered professionals from many fields of
expertise and made them work together towards the same
purpose. The multidisciplinary project team consisted of
nurses, medical doctors, physiotherapists, senior nurses,
social workers, representatives of families, associations,
architects, representatives of the main supported residential
accommodations and lecturers from the Nursing depart-
ment of the University of Applied Sciences, all volunteers,
motivated by the desire to provide good care for PWID.

Process
This Disability Project was organised in three phases:

Pilot phase
A kick-off was organised by the Nurse Project Manager
and the Medical Chief of the Intern Medicine department,

the Head Nurse of the Emergency Service and a Senior
Case Manager Nurse, they constituted the leadership team.
They invited every known partner in the city to a multidis-
ciplinary meeting for a brainstorming: it was open to fam-
ilies, residential care professionals, doctors, nurses, hospital
staff, social workers and parents’ associations. Every pos-
sible partner was invited to be included in the project.
The leadership team decided to meet the barriers identi-

fied from the multidisciplinary meeting, by establishing
four working groups (with hospital staff and family’s rep-
resentatives), each with a specific purpose. They inventor-
ied the existing competencies, identified interdisciplinary
professionals and staff members who could add value to
the project. Significant reports such as: Mencap, Michael-
Richardson, UNAPEI, CRPD, WHO, HAS and Bowness
have identified the barriers in a wider international con-
text. The leadership team compared those barriers and
reasonable adjustments to those experienced by families
and professionals.
The following difficulties were gathered during the

first multidisciplinary meeting: Parents and care workers
complained that there were not listened to when arriving
at the emergency service; the specific needs of their
adult child were often not considered; they were not
treated adequately, sometimes they were denied health-
care when their adult child, with severe autism or chal-
lenging behaviour, would not comply to an examination.
Too often they were sent home or to their supported
residential accommodation without proper examination,
without information about what had been done or which
treatment had been given. They were sometimes sent
home in the middle of the night with no information,
anticipation nor continuity of care. During hospitalisa-
tion, families and care workers were too often used as
health carers and given huge responsibilities, such as re-
moving the stitches of a patient with ID who would not
agree to be touched by hospital staff. They were asked to
wash and feed the patient with ID. They would have to
repeat over again the same information. The challenging
behaviours would be interpreted as a refusal of care, as a
psychiatric condition or only related to the disability, in-
stead of being taken as the symptom of a real somatic
disease. Pain was often not considered, for the HCP did
not have a pain scale adequate for a nonverbal patient.
Environmental barriers were also mentioned: for in-
stance, the lack of wider parking spots suitable for large
wheelchair-enabled vehicles, or the revolving doors at
the main entrance which were not usable with large
electrical wheelchairs.
On the other hand, HCP complained that they were

not trained to care for people with ID, autism or challen-
ging behaviours, that they had not enough time (particu-
larly in emergency services) to read the large medical
files of the patient and to find the information they
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needed rapidly. They also confessed often feeling help-
less and even sometimes being scared by PWID.

Phase one
Then the most important issues identified by the multi-
disciplinary meeting could be prioritized.
Each of the four working group was organised to identify

the reasonable adjustments that would meet the barriers
and prioritise the interventions. They met once a month,
the project manager participating in each meeting and
being responsible for centralising the intervention proposals
of the four working groups. In total, over sixty working
group sessions of 6 to 14 participants took place for a
duration of 2 hours.

Phase two
Out of these priorities, several interventions were deter-
mined, the “reasonable adjustments”, each of them focusing
on a different theme and purpose. To define what these
reasonable adjustments should be, “the following factors
could be considered: the effectiveness of the proposed ad-
justment, the practicality of the step, the financial and other
costs incurred, any disruption caused and the extent of the
organisation’s financial and other resources” [27]. That is,
the “reasonable adjustments” are those that maximize effi-
ciency while requiring a minimal financial and organisa-
tional effort.

Annual steering of the interventions
At the start of the project it was impossible to know
what the needs of PWID were when admitted in the
Emergency Service or how many were admitted in the
ES or even hospitalised. The first adjustments made
were a simplified admission procedure to the ES, a
shortened waiting time and a quiet and dedicated wait-
ing area. We will discuss later other reasonable adjust-
ments that have been implemented in the ES and
throughout the hospital.
From 2012 to 2017, five multidisciplinary meetings

took place with all the partners to share the problems
encountered when PWID are hospitalised. They met for
an annual review. The leadership team was requested to
make a quarterly report to the director of the hospital.
Every year each working group’s official report was

documented and analysed according to the most recurrent
barriers and the implementation of reasonable adjust-
ments. The leadership team’s responsibility was to verify
that the interventions were in line with the literature re-
view and the expectations of the project partners Fig. 1.

Interventions
Barriers identification and determination of interventions
According to Sowney & Barr [16] “the barriers that reduce
the opportunities for people with learning disabilities to

have equal access to acute secondary healthcare services
have been identified to include poor communication; a re-
duced quality of care; lack of carer’s confidence in nursing
staff to provide care and nursing staff lacking in compe-
tence to carry out some clinical skills”. The UNAPEI report
[18] identifies the barriers to equity of care as: 1.Poor com-
munication; 2.Poor healthcare coordination; 3.Insufficient
access to health prevention and reduced care; 4.Health pro-
fessionals poorly trained; 5.Lack of accessibility. This is in
line with the findings of our brainstorming meeting.
Hogg, et al. [28] state that “Access of persons with in-

tellectual disability to primary health care provision may
be restricted by a wide range of factors, among them:
lack of training on intellectual disability itself, lack of
training on health issues relative to older persons with
intellectual disabilities, lack of pertinent information on
the medical history of the individual, difficulties in under-
taking medical examination because of communication
problems or behaviour problems, absence of specialized
back-up for complex medical conditions, and lack of un-
derstanding on the physicians part concerning informed
consent issues.”
In this project, each of the working groups worked on

a specific purpose, addressing one of several identified
barriers:

1. Patient care path organisation and best practice: This
working group was tasked to raise awareness on the
inequity of healthcare and unmet specific health needs
for PWID, as well as to find ways of improving the
reception of PWID both physically and psychologically,
mainly in the ES, but also in the different units of the
hospital, including the out-patient clinics. Starting with
a review of the existing best practice guidelines to
promote consistency of care inside and outside
the hospital, the purpose was to respond to the
barriers identified by families and care workers
such as inadequate care and insufficient pain
medication

Barriers: Reduced quality of care, poor Healthcare
coordination.

2. Communication: This working group was tasked
to improve transmission of relevant information
between the different partners inside and
outside the hospital. Particularly, by formalizing
an information transmission system common to
PWID, families and professionals. Another
responsibility of this group was to raise awareness
amongst the hospital staff

Barrier: Poor communication & awareness.
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3. Human resources: This working group was tasked
to train the HCP in the most sensitive departments.
This encompassed the creation of a network of
professionals, expert in ID for consultation

Barrier: Lack of training of healthcare professionals.

4. Environment: This working group was tasked to
inventory the existing resources and the equipment
dedicated to PWID, to review and suggest access
improvements to the facilities and buildings of the
hospital

Barrier: Inaccessibility.

Interventions
Figure 2

Patient care path organisation
Providing good care for a person with challenging be-
haviour in an emergency service can be difficult, even
sometimes impossible if HCP do not have the right in-
formation [16]. Particularly for PWID, it is essential to
get the right information from the start, because they
are more at risk of decompensation and then impossible
to provide care for. In order to improve the communica-
tion between HCP, service providers and families, the
following reasonable adjustments are made:

� A simplified admission procedure to the ES.
� A central phone number for ES admissions was

opened and is available to service providers, families
and associations.

� The waiting time in the ES has been reduced to a
maximum of two hours, in a dedicated and quiet space.

� The use of a specific emergency admission sheet,
developed by the Communication working group.

� In collaboration with the Human Resources working
group, a 60% full-time equivalent ID-physician
position was created for two years. Her role is to
improve hospitalisation conditions, to coordinate
the transition of paediatric to adult hospitalisation,
resolve conflicts, support, guide and train HCP,
collect data and lead research on ID.

� A close collaboration with the “Pain Network”, a
specialized team of physicians and anaesthetists, was
initiated from the start of the project. The pain relief
procedures were modified and procedures such as
administration of nitrous oxide and local anaesthetics
to prevent care-induced pain are now recommended.

Information and communication
Communication has been recognized as the key to pro-
viding good care for PWID in an acute setting. The pur-
pose of this group was to find ways to facilitate the
transmission of information between HCP and service
providers. The specific emergency admission sheet was
created. This document fits on a double-sided page and
should be quick to read. It includes important specific
information such as: type of disability, description of

Fig. 1 Pilot phase and yearly phases iterations. This figure describes the pilot phase, the phases one and two and the iteration of the process of
the Disability Project
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challenging behaviour, other impairments, legal repre-
sentation, capacity of consent, how the person commu-
nicates and expresses pain, comfort, discomfort and
anger. This admission sheet is standardized in the elec-
tronic patient data system, so that the relevant informa-
tion is readily available to every HCP when needed.
This particular document relieves the parents and carers

from repeating over again relevant information and helps
the hospital staff quickly get the right information.
A more comprehensive document was developed, to

collect further fundamental data regarding the patient in
case of a hospitalisation of a PWID. It includes details
such as specific care, preferences, dislikes, communication
skills, specific health issues, usual behaviour and presence
time organisation between the different partners, ensuring
that roles and resources are clearly determined.
A dedicated internet webpage [29] was created on the

public site of the hospital. It shows all the procedures,
improvements, and provides with links to the ES admis-
sion sheet and “easy to read and understand” informa-
tion on many medical procedures.
A short video explaining the project and the reason-

able adjustments was produced, which makes PWID’s
health needs and rights visible.

Human resources
This working group had two main missions that were
addressed simultaneously: to raise awareness among
HCP and to train them on the specific needs of PWID.
To raise awareness on specific health issues for PWID, an

innovative training program was developed and implemented
through three levels of awareness with the participation of a
disabled person as co-trainer and expert, as well as the use of
a disability simulator. The training program includes:

� A flash training of fifteen minutes for doctors, chief
and senior nurses with four key messages: Careful!
Vulnerable population; Specific health conditions;
Atypical symptoms and pain expression; Call the ID
physician or nurse if needed!

� A two-hour session for emergency-HCP and
professionals in sensitive departments (neurology
and intensive care services).

� A five-day training program for HCP and hospital staff.
The contents include intellectual and developmental
disability, autistic spectrum disorders, rights and
consent, self-determination, communication and pain
identification, challenging behaviours, specific health
issues and dental care.

Fig. 2 Summary of the interventions and reasonable adjustments achieved throughout the Disability Project
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On a global scale, a specific training program for stu-
dent nurses was developed alongside in the University of
Applied Sciences and Arts of Western Switzerland. It
became obvious that it was important to train future
HCP on the specific health issues of PWID during their
primary training period.
To overcome the different barriers identified, a leader

role was necessary, hence the creation of an ID-physician
position. This new position was set for two years, with the
support of a private funding. A specialized nurse position
was also created a year later. The ID physician and
ID-nurse now play a key role in:

� Adapting the various medical and care procedures
to PWID.

� Coordinating the interventions, specific
examinations and surgeries.

� Training healthcare providers and hospital staff
members.

� Facilitating and improving communication between
PWID, families, HCP and care providers.

� Collecting data, reviewing diagnostic codes and
conducting researches on ID’s health issues in the
future.

These various measures and adjustments contribute to
improving the training of HCP, educating future HCP to
address the specific health needs for PWID and advocat-
ing for equity of care for all.

Environment
The architectural design of the HUG dates from the
1960s. The project helped to identify and prioritize the
interventions according to three criteria: security, acces-
sibility and comfort. First, an assessment was made on
the accessibility of all buildings of the HUG and on the
equipment for disabled people. Second, architectural
changes were suggested and decided on a large scale to
allow a long-term vision of the architectural strategic
plan of the HUG. A member of this working group has
joined the architectural committee on decisions regard-
ing the architectural evolution of the future hospital and
its “disability friendliness”.
As a result, tangible changes have been made. Several

access ramps, handrails and doors were added in the
psychiatric hospital wing to allow easier access to wheel-
chairs to the buildings, and eight new dedicated parking
spots have been created in the middle of the city hospital
for large vehicles. Also, the revolving doors of the main
entrance to the main hospital have been replaced: they
were not easily accessible to electric wheel chairs.

Summary
Table 1.

Discussion
Providing equity of care for patients with intellectual
and developmental disabilities in a University hospital is
the challenge that has been addressed through the Dis-
ability Project. It is interesting to compare the reason-
able adjustments that were made in the project to the
recommendations of the literature.
Regarding the awareness barrier, the four French re-

ports selected in the literature review [18, 19, 30, 31]
recommend that awareness on health issues for PWID
should be raised to suppress barriers to healthcare.
Awareness is being raised on the specific needs and
healthcare for PWID among newly trained nurses. The
Faculty of Medicine of the University of Geneva has
agreed to include a few hours’ course on communication
and ID, yet it is not sufficient regarding the complexity
of competencies and skills required for this population
and needs to be further developed.
Through the creation of the “Disability Webpage” [29]

and the video on the project with an interview of the
medical chief of the hospital, the PWID’s status changed
from an invisible population to a “vulnerable population
with special needs that must be addressed”. PWID are
now included in the HUG’s charter and the project has
become part of the official “Strategic 2020 Plan”. More-
over, a multidisciplinary meeting is organised once a year
in the HUG to keep all partners and families updated
and to share experiences. Some obstacles have been en-
countered during the implementation of this project:
firstly, there were objections that the project team was
establishing a positive discrimination and that special-
ized resources for PWID would cost extra money. Sec-
ondly, the apparent lack of a critical mass of the targeted
patient group appeared also as problematic because it
was thought that the project referred only to a small mi-
nority of people.
Regarding the communication barrier, the specific ad-

mission sheet has been filled in by all supported residen-
tial accommodations and families, for almost every
PWID in Geneva. This is a great success, considering
the variety of residential accommodations. It is now sys-
tematically used in the hospital and has significantly im-
proved the communication between the partners. Yet it
is estimated that an average of 10 % of PWID are not
identified and that they are unknown to the network of
associations and supported residential accommodations:
These patients need to be made aware of their rights
and helped to access a good quality of care. This will be
one of the next aims of the ID physician and ID nurse
once the Disability Project becomes a program of the
University Hospital in 2019.
Regarding the reduced quality of care and poor

healthcare coordination barrier, another challenge was
the difficulty for professionals from supported residential
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accommodations and from social or medical backgrounds
to communicate, as they do not share the same culture
regarding PWID. Many families and social care pro-
viders still remember the time when challenging
behaviours systematically led the patient to a closed
psychiatric ward. The leadership team of the Disability
Project has worked hard to re-establish trust between
partners and to make all professionals and families
work together. Another important issue is that PWID
are still stigmatized as “psychiatric patients” and
therefore have little or more difficult access to somatic
services. They are still too often considered as having
challenging behaviours related to their disability and
therefore reoriented into the psychiatric emergency ward,

where they do not get proper somatic investigations
through lack of awareness from the hospital staff.
Regarding the lack of training of healthcare profes-

sionals barrier, the four French reports selected in the
literature review [18, 19, 30, 31] and the ASSM reports
[14, 32] also recommend that specialized referral centres
should be developed; that specialised physicians and
nurses should be identified in acute care settings as
referral and support; that coordinated care path should
be organised. The project has obtained the creation of
two positions, for a physician and a nurse. This has con-
tributed to provide good care for PWID for approxi-
mately 100 patients over the year 2016, over 400 in 2017
and 517 in 2018. The ID physician position and the ID

Table 1 Summary of the barriers, interventions and reasonable adjustments of the project

Barriers & Working group Before the interventions Interventions & Reasonable
adjustments

After the interventions

1. Reduce quality of care
and poor healthcare
coordination
Patient care path

Long waiting time in the ES
Inadequate care
Sent home without proper
care
No information on medical care
No coordination of the
patient care path
Transfer home or in
supported residential
accommodation without
coordination or warning,
sometimes during the night.

A simplified emergency admission
procedure
A disability admission sheet
A central phone number for ES
admissions
Shorter waiting time in ES
60% ID-physician position
100% ID nurse case manager
Close collaboration with the “Pain
Network”
Creation of the ID outpatient clinic
once a week

The disability admission sheet is used
throughout the HUG and by families and
every supported residential
accommodation in Geneva. It is available
on the internet.
The central phone number has been given
to families and supported residential
accommodations and is used very
adequately by all partners.
The ID-physician position is made
permanent
The nurse case manager plays a key role in
facilitating the communication, counselling
and organising the hospital stay.
No transfer of patient without warning or
during the night
An average of four specific consultations
for PWID each week take place.

2.Poor communication and
information transmission
Communication

ID-Patient and families or
carers not listened to by HCP
No information on medical care
Transfer home or in
supported residential
accommodation without
coordination or warning,
sometimes during the night.

Dedicated Internet webpage
Video on the project
Easy to read and understand
accessible information on medical
procedures

A phone call to families and carers before
transfer
No transfer of patient without warning or
during the night.
Webpage is user’s friendly and
continuously improved and up-to dated
The ID admission sheet is used throughout the
Hospital and in all the supported residential
accommodations as well as to families

3.Lack of training of
healthcare professionals
Human resources

HCP not aware of the
specific needs of ID patient
They do not know how to
care for nonverbal patient
with challenging behaviour.

A flash training of fifteen minutes for
doctors, chief and senior nurses
A two-hour session for emergency-
HCP and professionals in sensitive
departments
A five-day training program for HCP
and hospital staff
Specific training program for student
nurses

Training of more than 150 HCP in 2017
Participation and professionalization of
PWID as co-trainer
Training is greatly appreciated by participants
Training of HCP remains a challenge due
to lack of time and needs to be developed.

4.Inaccessibility
Accessibility

Some buildings of the
hospital are not accessible to
wheel chairs
Lack of rails and revolving
doors not accessible to large
electric wheelchairs.
Insufficient parking spaces
for large vehicles for PWID

Assessment on the accessibility to all
buildings
Eight new dedicated parking spots
Replacement of the revolving doors of
the main entrance of the hospital
Several access ramps, handrails and
doors added

Some revolving doors from the new hospital
building need to be changed as well.
The signalisation of the outpatient clinic is
still unsatisfactory and needs to be
improved
New parking spaces should be provided
for the outpatient clinic in 2019
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nurse case manager are unique in Switzerland, and their
role must be validated by research and statistics, to dem-
onstrate their added value. The collaboration with all the
partners involved in PWID’s health care emphasized that
social workers and care workers should also be trained
on health issues, particularly on pain detection and as-
sessment. This has led to a partnership between the Uni-
versity of Applied Sciences and the association of
supported residential accommodations in Geneva. A
training program is being developed to address this
issue. In the future, this program will also include family
care givers and PWID.
The literature [13, 17, 18, 28, 29] recommends that ep-

idemiologic studies should be promoted on the specific
health needs, and that PWID should be included in pre-
vention and health promotion programs. One of the
main pitfalls encountered by the project leader was the
lack of data regarding PWID in Switzerland. “Intellectual
and developmental Disability” is not clearly defined in
practice, particularly in French where the word “Handi-
cap mental” has no precise definition either in the “Clas-
sification Statistique Internationale des Maladies et des
Problèmes de Santé Connexes” (CIM-10) [33] or the
“Diagnostic and Statistical Manual of Mental Disorders”
(DSM-5) [34]. That is partly why the identification of
PWID by screening is difficult. To access relevant data,
a research team has been created in 2017. It is collecting
data on epidemiology and prevalence of hospitalisation
of PWID. However, the identification of PWID is still
critical and needs to be improved: an efficient flagging
system is one of the main challenges that will have to be
met during the next phase of the Disability Project. An-
other perspective is that there is still a lot of work to do
to develop the prevention and health promotion pro-
grams for PWID, as they are too often not included in
the existing programs that are not adapted to them.
Regarding the patient care path organisation, each of

the reasonable adjustments made this easy and quick in
the ES. HCP are trained to take care of PWID and they
can obtain support from the ID nurse or ID physician.
Yet, it is still very difficult to get HCP to take any time
off hospital work to participate in the specific ID train-
ing. So, the focus is made on shortened training sessions
of one or two hours in the units during the handovers.
The ID nurse and two or three co-trainers with ID visit
the sensitive units to raise awareness and give some im-
portant information and take-home messages. The sensi-
tive units are identified through the complaints of
families, patients, carer or HCP. The ID nurse is well
identified and is called daily by the ES staff and other
sensitive units to advise professionals on how to com-
municate with the patients and what are the specific
needs, as well as to help families, patients and carers to
obtain the information and care that they need. She

works on adapting various medical and care procedures
for the PWID, she coordinates the interventions, specific
examinations and surgeries. Among her clinical work
with ID patient, the ID physician collects data and con-
ducts researches on ID’s potential health issues in the fu-
ture. They both conduct a thorough assessment of the
project and collect satisfaction questionnaires systemat-
ically from PWID or from families and carers when the
PWID cannot complete it.
Thanks to the good care of PWID in the hospital and

the satisfaction of all partners, the Disability Project
became in June 2016 a part of the policy plan of the hos-
pital. It has now a strong institutional support from the
management. The position of the ID-physician and of
the ID-nurse have been made permanent and a closer
collaboration has been established between the different
partners. In addition to the reasonable adjustments that
have already taken place, the Disability Project has initi-
ated an out-patient clinic specialized for PWID. The de-
velopment of this specific out-patient clinic takes
advantage of all the different expertise and technical board
of the hospital. It has developed an ambulatory consult-
ation inside the HUG with a nurse trained in using nitrous
oxide and other induced-pain prevention means. The ID
nurse accompanies the patient in each specialised consult-
ation within the hospital to facilitate the care of PWID.
These measures should reduce hospital admissions,

unnecessary emergency admission and duration of hospi-
talisation, and this will be evaluated through the analysis
of the satisfaction questionnaires, in a further phase. Thus,
it is expected that the cost of the ID physician and nurse
position will be counterbalanced. Finally, the current polit-
ical movement in favour of a better health for PWID, par-
ticularly regarding the ageing of this population, has led to
a new project to create a Health and Disability network
outside the hospital in Geneva.

Conclusion
The leadership team launched the Disability Project in
2012 without really knowing whether the desire to pro-
vide good care for PWID was just wishful thinking of a
small group of HCPS or a real need for PWID, families
and other partners. From the very first multidisciplinary
meeting, PWID, families, carers, associations and profes-
sionals immediately showed a high level of interest. Fam-
ilies and associations enthusiastically embarked on the
breach opened by the project team in 2012 and worked
hard to support the project until it became part of the
hospital’s strategic program.
Thanks to the constant support of the hospital’s medical

director and each partner, the Disability Project has
reached a level of success greater than what the leadership
team originally expected. It has shown that reasonable
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adjustments can be made in an acute care setting to pro-
vide good care for PWID and their families.

Achievements
The most important achievement of the Disability Project
is the creation of the two positions of the ID Nurse Case
Manager and the ID Physician, which have become essen-
tial for the smooth running of the project. These two
highly skilled professionals play a critical role, training
HCP about PWID’s health issues, advising and supporting
hospital staff, and coordinating the interventions during
hospitalisations. The second main achievements are the
short waiting time, the central phone number and the dis-
ability admission sheet implemented in the Emergency
Service and adopted by all the partners involved.
Theses reasonable adjustments indicate a crucial

change in the global attitude of the hospital staff towards
PWID and show the dedication of the management of
the hospital to this cultural evolution.

Unexpected benefits
The project has created tremendous new networking op-
portunities. One of the greatest benefits, though unplanned
initially, has been to enable a better communication be-
tween the partners and to create a network of motivated
people ready to volunteer for the wellbeing of PWID. In-
deed, a strong partnership between HCP, supported resi-
dential accommodation providers, politicians, families and
PWID is the key to the success of such a project.

Evaluation
The evaluation of the Disability Project started in 2016
and is still ongoing. Because the goal of the project is to
provide good care for PWID in an acute care setting, pa-
tient satisfaction has been identified as the most relevant
element to assess, the key indicator of the quality of
care: A satisfaction’s questionnaire assesses the efficiency
of the actions and the global experience of the admission
and the stay at the hospital. These questionnaires are
filled in on a voluntary basis by the PWD themselves,
when possible, or more often by the person accompany-
ing the PWID, family carers or residential accommoda-
tions professionals.
The training program for HCP is also currently still

undergoing evaluation and the feedback has been so far
very positive.

Relevance
The relevance of the Disability Project has been evalu-
ated by the managers of the strategic planning of the
hospital. It has been identified as one of the fifteen key
projects of the Quality Program 2020.

Perspectives
An important consequence of the success of the Disabil-
ity Project has been the creation of a specific disability
out-patients clinic directed by the ID physician. This
new consultation is opened every Monday afternoon in
the hospital and is already overbooked at the time of this
writing.
Furthermore, the ID physician and the leadership

manager of the project, with the support of the state de-
partment of health, are working together to create a
Health and Disability Network in the city with a specific
consultation “Handiconsult”, on purpose of preventing
hospitalisation through better and earlier detection of
health problems.
To conclude this formidable adventure, it is the hope

and dearest wish of the leadership team that similar pro-
jects should be implemented in other hospitals or health
facilities around the world. In such an event, it will be
necessary to consider that the procedures and organisa-
tion of such a project should be adapted to the local cul-
ture and socio-economic environment. It is our belief that
providing better care for PWID can be achieved anywhere
with a handful of committed people and enough political
support. In the long run, improving the health care of
people with disabilities, raising the awareness on their spe-
cific health needs, improving the training of health care
professionals to such complex situations will eventually
benefit all patients whether they are disabled or not.
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