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Abstract
-

the institutions were prepared for the crisis by authorities, the quality of communications within institutions and with service users and family members, the availability of personal protective equipment and challenges to the delivery of care,
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Executive summary
threat of infection, but also the psychological, social and
-

The experience of containing the spread of the virus in
these institutions has provided valuable insights into the
weaknesses and vulnerabilities of the system and made
clear the need to use the current situation to put in place
comprehensive and practical plans to facilitate manage-

true of those who live in care homes, psychiatric hospitals

network of partners and collaborators to reach out to

• having clear guidelines and tested systems in place,
encompassing multisectoral perspectives;

praisal, which included 19 direct questions and a narrative section addressing issues such as how the crisis has

• ensuring clarity of communication on the part of au-

for it, and how they coped with a range of potential chal-

• implementing a comprehensive and facility-based in-

-

vice users, residents and their families;

fection prevention and control plan, including training
in the use of personal protective equipment and protocols;

-

• establishing clear procedures and protocols to ensure
safe environments and alleviate potential problems
arising from necessary measures and their conse-

the clarity of information, instructions from government
vey did not ask for quantitative data on the number of
tions that implementing the preventive measures had put
considerable additional strain on already overstretched

son-centred care and support under crisis conditions is
-

•

need; and

• having a clear focus on ensuring person-centred and
paring such plans and protocols now, given the probabili-

this puts people with psychosocial and intellectual disabilities at considerable risk of inequities in care and treat-

v
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Context
-

“COVID-19 is a test of societies, of governments, of
communities and of individuals. Now is the time for
solidarity and cooperation to tackle the virus, and to

into close physical proximity and that revised rules and
protocols, even for basic areas of operation, will be chal-

designed to halt the spread of the virus.”
(1)

ing concerns in relation to social and health services in

-

No groups are more at risk from the impacts than those
who live in care homes, psychiatric hospitals and other
Mental health,
human rights and standards of care report describes
adults with psychosocial and intellectual disabilities living
man rights and reinclusion in society are compromised
(2)
Overcrowding and lack of facilities for personal and envi-

A further concern relates to the quality and standards of
care in relation to upholding human rights in such insti(3), with hundreds of thousands of adults and children with psychoproximity and at heightened risk of neglect or abuse (2)

(4), the
partners and collaborators to reach out to these institu-

residents, how well they were prepared for it and how
infection prevention and control measures may be com-

Approach
A two-part rapid-appraisal tool was developed by an international team of experts and shared with a conven-

outbreak; and

and prevention procedures for long-term care facilities in
(5)

•

• a qualitative section for respondents to present their
experience of the outbreak in their own words and
-

-

1

Responses prepared by facilities managers and directors
guaranteed anonymity and 11 did not supply their coun-

-

were consistent across the entire sample, both in regional

rope (6), the report seeks to illuminate how the virus and
inform planning on how to limit or pre-empt its negative

for mental health care, such as supported accommodation and residential institutions for people who are deaf or
blind and people with multiple disabilities, forensic psychi-

sponses to each of the four themes described above are

-

which presents some of the responses received from par-

in national strategies meant that conducting the survey
too early would have produced results that were either
survey was administered, most of the countries had already exited the initial response phase and entered one of
with governmental and institutional responses expressed
in the quantitative section are probably higher than they
anced by the very uniform and more critical tone of the
qualitative section, which allows some general observa-

that a serious outbreak during a subsequent wave could
seriously test the capacity of already stretched institutions

After some initial challenges and confusion, the guidelines
and procedures seem to have been clear enough and
enabling them to understand and comply with regulations,
or coping with new restrictions that interrupted their rou-

While the survey did not ask for quantitative data on the
from challenges in implementing preventive measures
than in coping with large numbers of cases and a highly

2

praisal responses to the quantitative section of the survey

2. All patients/residents in your facility have been informed about the important aspects of COVID-19 disease and related prevention
measures
4.8

25.6

69.6

3. The information about COVID-19 disease and how to protect yourself has been available in accessible formats (including easy
read and verbal information)
3 1.2

9.5

31

55.4

Responses
from psychiatric,
intellectual
disability
and autism
services
broadly
consistent
with
frominso4. Sufficient
protective
equipment (face
masks, gloves,
eye protection,
etc.)
has beenwere
available
during
the outbreak
of those
COVID-19
your facility
3
7.7
14.2
32.5
42.6

•

-

5. Adequate disinfection procedures have been implemented in your facility during the outbreak of COVID-19
22
67.9

4.2 1.8 4.2

•

6. You have been able to provide care for COVID-19 positive patients/residents separately from other patients/residents

•

24.1

41.6

7.8

22.3
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7. Adequate implementation of physical distancing measures has been possible in your facility (e.g. sleeping quarters, serving of meals,
group activities, etc.)

•
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10.8
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34.1

8. Regular assessment of all patients/residents in your facility for COVID-19 symptoms is being undertaken in your facility
4.2 1.8
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Theme 1. Communication
Challenges and lessons

Communicating with patients/residents
The information to be communicated to service users was

ety, ensuring compliance, and creating a happy and trust-

-

-

isolation processes, restrictions on activity, and changTransmitting this information to families, visitors and, most
importantly, service users, including those with severe insis, children, and people with dementia and other cog-

are deaf, as did excessive reliance on phones and digital
technology for communication with communities and out-

mation from the government on dealing with the

What helps
-

•
• Targeted and consistent use of social networks and
Communication with national health authorities

help keep guidance up to date, lower anxiety, improve
cohesion and collaboration and promote a common
sense of purpose and a positive culture under stress

reasonably clear provision and updating of government
guidelines, but there was a degree of so-called information chaos, especially early on, compounded by inaccunature of the situation meant legal frameworks and aumented response, as independent processes were devel-

Getting information across to patients/residents,
family and friends
Regular and clear communication that addresses anxieties and explains changes to service practices and

•

Focus on human rights
Two key areas under this theme involve questions on the human rights of service users with intellectual or cognitive

(3)
The second is communication with family, which potentially involves violations of the rights of persons with disabili-
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•

-

• Having the information available in a range of formats
and media, including daily tailored verbal messages in

•

Promoting communication with loved ones is impor-

In their own words
“There has been too much information at times. Information needs to be clear and to the point, as in times of
stress it needs to be easy to process.”

“[Institutions were left by themselves] to adapt and provide information to persons with disabilities, explain the
situation regarding quarantine, visits, wearing protective
equipment, [but there were] no resources to translate
the informative materials developed by other countries
in easy-to-read format and limited resources to develop
new ones. [There was] limited human resources for concapacity to conduct informative activities in easy-to-read
format and to use technologies, [and] lack of technologies
to be used for informative purposes.”
“Visual information should be prepared [and] presented
with the help of symbols or pictures. It would be good
to have such materials available online already prepared
and adapted for people with intellectual disabilities. There
could also be short videos with explanations on how to
proceed.”

Theme 2. Infection prevention and
control, and PPE
Challenges and lessons

Most institutions maintained generally adequate standards of
, but some re-

Prevention and protection protocols are key to keeping
-

• environmental infection control procedures and water,
•
wards, and shared sleeping spaces, dining areas,
bathrooms and toilets increase risk and hamper physi-

•

-

Again, institutions tended to report having adequate access to PPE, but unfamiliarity with it and its use increased
-

•
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tradictory information on use;

• receiving lower priority, especially psychiatric hospitals;

• poor infection control knowledge, leading to single-use
equipment being reused; and

Maintaining PPE

•

face masks to the required standards in hospital work-

• equity issues, with some professionals opting not to
Most facilities could provide some form of testing for patesting service users and patients with mental health dif-

•
• Rigorous procedures for infection control and preven-

-

•
tion prevention and control was good, but mental health
training

•
Screening and testing

Most institutions reported having
plans
and prevent onward transmission, but this was not uni-

•
•
•

What helps
Scheduled cleaning, infection prevention and control, routine procedures and physical distancing

• Patients should be isolated on admission until test re• Patients should be screened for mental and physical

•
In their own words

•

vention and control procedures provides positive

•

cluding by external professionals, limits the potential for

In the early days we had very little PPE; only what was left
from our earlier regular supply. We made masks, as they
couldn’t be bought anywhere. After 2–3 weeks everything
stabilized and the ministry began providing PPE regularly
a so-called isolation space in each ward and to limit mixproblem was socializing among service users. Service us-

•
•

to organize their day meaningfully on their own.”
Accelerated discharge procedures and reducing ca“A major problem for our institution was the lack of docognizing COVID 19 symptoms in residents in time.”
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Theme 3. Delivery of care
Challenges and lessons

• restrictions on activities, including closure of services
and institutions;

•

and clinical input;

• limitations of the built environment;
• changes to procedures and routines; and

-

• intrusive or restrictive infection control policies and proWhat helps

• psychiatric consultations

•

• education and rehabilitation services

•

•

deployment and over working practices, including tar-

day centres

•

•
-

• Appropriately

accelerated

discharge

procedures

Focus on human rights
(3)

-

Respondents expressed human rights concerns over blanket policies and responses, decisions on access to services, treatment and continuity of care, lowering of the highest available standards of health, including mental health

include accelerated discharge and cutting beds to facilitate social distancing, which may also lead to negligence

8

•

some have not worked directly with patients despite being given PPE.”

•

-

•

“Due to the interruption of work in hospitals, we had problems with several service users – cancellation of follow-up
appointments, diagnostics and surgeries. No treatment of
other medical conditions. No inpatient services for rapidly
deteriorating health, no counselling services for oncology,
etc. Consultations of medical specialists in medical insti-

work and to communicate with patients and families

In their own words
ous professionals refused to work with service users and

“There was no occupational therapy, psychiatrist consultations were discontinued. All education and rehabilitation
services were discontinued. The COVID-19 outbreak has
reduced the volume of mental health services or activities
provided to the population to a minimum.”

residents (quality of experience)
Challenges and lessons
Regular checks for symptoms and infection control pro-

Restricted access to the local community or resources

tients could not be discharged, as their families or other
Restrictive practices were also used more, particularly
in cases of heightened emotional distress and challengworking, outpatient follow up, monitoring and prescribing,

What helps
Informal responses

• developing creative initiatives to provide activities for

9

• managing with limited resources, such as shortages of
face masks

•

ment activities, communication with others, trips to the
city. Residents could no longer go to day-care centres
and events in the city, due to the restrictions of walks and
visits. Clients were in complete self-isolation and could
not meet loved ones, relatives.”

Communication with patients/residents and family
“Due to isolation, bans on visits and restricted access to
-

• providing information in varying formats
• setting up patient helplines
•
• increasing the emphasis on person-centred support
and treatment plans

• developing creative solutions that enable contact with

• fear over the pandemic
•
•

• more and better communication and good, well-coordinated teamwork;

• lack of family contact

• clear policies, procedures, and leadership and command structures;

•

based working;1

• video-conferencing

• reduced activity levels
•
• anxieties over the virus

for reviews, team meetings and

• discussion of ethical concerns to assist decision-mak-

• fear of infection
• lack of equipment
• higher workloads

unity and of being valued, as did collaboration and shar-

•

In their own words

• high stress levels

“The residents display behavioral problems caused by restrictions forbidding them to go outside the institution and
disruption of their daily routine. Human resources and the
capacity to respond to their behavioral issues are limited.
There is no psychosocial support to deal with panic attacks or to overcome the fear of being infected and isolated.”
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1

• a need for psychological support
• fatigue over infection control measures
• compassion fatigue
• scepticism over, and non-adherence to, guid-

Key considerations
The survey on which this report is based adopted the
and prevention procedures for long-term care facilities in
(5) and was conducted through
(3)
-

faction with how they were informed and instructed by
their governments and the degree of preparedness they

(2),
including systemic discrimination, discriminatory legislation and practices of exclusion and coercion, cannot be

vided valuable insights into weaknesses and vulnerabilities and made clear the need for comprehensive and
practical plans that facilitate management and day-to-day

• having clear guidelines and tested systems in place,
encompassing multisectoral perspectives;

likely that they were less severely tested than other parts
of the health and social care systems in badly hit countries, and how they will perform under similar acute crisis

• ensuring clarity of communication on the part of au-

vice users, residents and their families;

• implementing a comprehensive and facility-based infection prevention and control plan, including training

and more to managing the institutions under lockdown
conditions, which is suggestive of where systems need to

• establishing clear procedures and protocols to ensure
safe environments and alleviate potential problems
arising from necessary measures and their conse-

There can be little doubt about how challenging it is to
in large-scale institutional settings, or that people with
intellectual disabilities in institutional care are particularly
vulnerable to inequities in care and treatment under crisis

•

need; and

• having a clear focus on ensuring person-centred and

pandemic are or should be driven by large-scale actions
paring such plans and protocols now, given the proba-

must be taken to harness and develop them to ensure
more focused, human rights-based and recovery-oriented care in the community is available for people with

care institutions to be considered in planning measures to

further lesson is that the vulnerabilities highlighted during
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