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ABSTRACT
Background: The global COVID-19 pandemic has shown the vulnerability of some 
population groups, including persons with intellectual and developmental disabilities 
(IDD).
Aim: The present paper will provide more clarity and understanding of the experiences of 
family members of persons with IDD housed in residential facilities in Catalonia within the 
period of maximum restrictions during the COVID-19 pandemic.
Methods and procedures: Semi-structured interviews were conducted using an interpre-
tive phenomenological qualitative approach. Study participants consisted of 14 relatives 
of IDD individuals who were institutionalized in residence facilities or homes. The guiding 
questions emerged from group discussions with relatives of those with IDD who did not 
participate in the subsequent interviews. Drawing from this group, the factors that were 
identified to have had the greatest impact on their lives were later used to guide the 
interviews. Data collection was carried out in face-to-face individual interviews that were 
recorded together with the observations of two researchers between February and 
October 2022.
Results: Our analysis identified 4 main themes that developed into additional factors: the 
decision to stay at home or in the residence, fear, illness, and protocol. Individuals with IDD 
lost their daily routines, suffered from social isolation, and did not understand the situation.
Conclusion: The results of this study allow for a better understanding of the experiences of 
families of persons with IDD in residential centres during the lockdown by identifying their 
needs and how to better support them in the future.
Outcomes and results: Knowledge and understanding of these events should allow for 
better management of similar situations in the future.

THE IMPACT OF THE PRESENT RESEARCH
This study contributes to a growing body of research that examines the experiences of 
IDD individuals and their families during the early months of the COVID-19 pandemic. A 
qualitative phenomenological interpretative approach was used following the recom-
mendations of qualitative research practices in health care. Our findings reveal that 
relatives of persons with IDD who lived in residential care homes felt that the residents 
were not adequately cared for by the staff, who applied measures for containment and 
contagion prevention that were disproportionate, resulting in their needs not being 
considered; these recommended measures had been developed for elderly care homes. 
Individuals with IDD lost their daily routines, suffered from social isolation, and did not 
understand the situation. The present findings show that residential care homes for 
persons with IDD require specific action protocols in crisis situations that are adapted to 
the needs and characteristics of each centre,thus adopting a model of care based on 
human rights.
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1. Introduction

Persons with intellectual and developmental disabil-
ities (IDD) present limitations in important areas of 
life, including language, mobility, learning, self-care, 
and independent living.

Some persons experience severe multiple disability 
with serious limitations requiring 24-hour support for 
many aspects of their lives: eating, drinking, groom-
ing, and dressing, among others. Some also present 
behavioural disorders. In other cases, these individuals 
require only temporary support in certain aspects to 
lead a normal life. Thus, there are a wide range of 
different situations. In Spain, almost 300,000 people 
live with intellectual disabilities, although the data is 
not always very reliable due to poor reporting on the 
characteristics and degree of disability. When adults 
with IDD cannot be cared for by their family members, 
they are cared for in institutions subsidized by the 
public social services system, the majority of which 
are managed by third sector organizations. The 
responsibility and guardianship of these persons 
remains with family members, when they exist.

Due to the lack of resources to care for adults with 
IDD in Spain, most of these persons become indepen-
dent from their families when they are over 30 years 
old and remain in the residential care homes until 
their death.

This lack of resources can sometimes mean that 
the location where they are cared for is far from 
their relatives’ place of residence.

It is estimated that in Spain there are 17,000 resi-
dential places for people with IDD distributed 
throughout approximately 1,000 centres.

In the present work, the study participants were 
relatives (parents and siblings) of persons with IDD 
who had very little autonomy to manage the basic 
activities of daily life and no capacity to participate in 
the activities that are institutionalized in residential care 
homes, where professionals provide 24-hour care. They 
could be visited by their family and friends whenever 
they wished and go on recreational outings, but they 
did not participate in any type of productive activity. 
These types of establishments vary in terms of capacity, 
ranging between 20 and 100 residents.

The relatives of IDD individuals who lived in super-
vised group homes of between 4 and 10 people also 
participated. These persons were able to carry out 
basic and instrumental activities of daily living with 
the supervision of another person and, when not 
living in the family home, they also attended work 
centres supported by care workers. Since group home 
accommodation was only needed after work and on 
weekends, if they wished, support from professional 
care workers was limited.

The global COVID-19 pandemic has shown the 
vulnerability of certain population groups, one of 

them being people with IDD (Tummers et al., 2020; 
WHO, 2020). They are a group that is vulnerable to 
both mental and physical health issues, including 
infectious disease (Cuypers et al., 2020). The lack of 
inclusivity shown in response to the pandemic has 
exacerbated its impact on the lives of persons with 
IDD and highlights how underdeveloped the current 
model of care is in terms of human rights. The 
situation has been particularly acute for those who 
are institutionalized. Since the beginning of the pan-
demic, they have been categorized as a “vulnerable 
population group” in Spain (Ministry of Health ,  
2019, Ministerio de Sanidad 2019), by assimilating 
them to institutionalized elderly people, with the 
official morbidity and mortality data presented for 
both groups together. From March 10 to 9 May 
2020, excess mortality for people over 75 years of 
age in Spain increased by 75% compared to 
expected cases and was 65% of the general popula-
tion. The non-governmental organization Plena 
Inclusion has estimated that around 100 people 
died in residential centres for people with intellec-
tual disabilities during the pandemic and around 
1,000 fell ill with COVID-19 (Europapress, 2020). The 
disparity in morbidity and mortality did not imply a 
differentiation in the standards dictated by health 
authorities. The same protocols were dictated for all 
institutionalized people.

On 20 March 2020, with the advance of the pan-
demic and the increase in mortality in nursing homes, 
the health authorities decided to close to the public 
all centres for both the elderly and those caring for 
people with IDD (residential care homes and group 
homes with care worker support).

Two days before this closure, family members who 
were legal guardians (parents or siblings) were asked 
if they wanted their institutionalized relatives to 
return home or continue in centres under lockdown, 
considering that visits would not be allowed in the 
latter until the health authorities allowed it. The deci-
sion was made solely by family members in the case 
of care homes, however, for those who lived in group 
home apartments with support, the clients were also 
included in the decision making.

Next, the residents of these centres were separated 
into isolated groups and facilities were compartmen-
talized so that no spaces were shared among groups. 
When one resident tested positive for COVID-19, the 
group members had to isolate themselves in their 
rooms for a minimum of 15 days or until the test 
showed negative. At first, direct contact with the 
infected person was also isolated.

This regulation was relatively easy to implement in 
the care homes, but almost impossible in supervised 
group homes due to lack of space, being standard 
apartments with bedrooms that were often shared 
and a living room for socializing.
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Another regulation was the mandatory use of masks 
by all professionals in the centres, but not users.

The centres remained completely closed to visitors 
until the end of May 2020. If a person had to enter, 
they were subjected to 14 days of isolation to prevent 
possible contagion.

After this date, weekly visits lasting half an hour 
were authorized in an isolated space in the institution, 
always with the same person, with a minimum physi-
cal distance of 2 metres to avoid any physical contact 
and supervised by a care worker. In December of that 
same year, the option of weekly walks was added, first 
lasting half an hour and increasing to one hour. Upon 
returning from a walk, the client had to change all 
their clothing. These more permissive measures were 
suspended during the various outbreaks of the pan-
demic. If someone in an isolated group became ill, the 
other members were also isolated.

With the administration of vaccines, infections 
decreased, and restrictive measures were relaxed.

In June 2022, the health authorities decided that 
persons with IDD were not a risk group for COVID-19, 
and consequently care workers were allowed to work 
without a mask while clients were allowed to return 
to the lifestyle they had before the pandemic 
(Bioethics Committee of Catalonia, 2023).

For persons with IDD, the stopping of routines, the 
difficulty in understanding the situation, and the inabil-
ity to enjoy specifically chosen, meaningful activity 
during lockdown has affected their mental health 
with greater incidence than the rest of the population, 
generating disorders, increasing states of sadness, 
apathy, and low self-esteem, and bringing about the 
appearance of challenging behaviours (Courtenay & 
Perera, 2020). The COVID-19 crisis has had a negative 
impact on those who use residential resources. These 
individuals had already presented with high levels of 
stress and exhaustion prior to the pandemic, which 
then further aggravated their situation (Cáceres et al.,  
2022; Patton et al., 2018; Willner et al., 2020).

A key question has driven the present research 
project: how did the COVID-19 pandemic affect the 
family members of institutionalized persons with IDD 
and change their relationships to their loved ones?

The objective of the present study was to examine 
and understand the experiences of the family mem-
bers of persons with IDD living in residential care in 
Catalonia during the period of maximum restrictions 
of the COVID-19 pandemic.

2. Methods

The study did not involve quantitative methodology 
because official data on institutionalized persons with 
IDD during the pandemic was aggregated with that of 
elderly people who had a very different health and 
demographic profile.

A qualitative methodology was selected because 
despite not having reliable quantitative data, it was 
perceived that morbidity and mortality was not com-
parable to that of the elderly population and that 
sharing the same protective measures would have 
repercussions on institutionalized people and, conse-
quently, on their families.

A qualitative phenomenological interpretative 
approach was used following the recommendations 
of qualitative research in health care (Pope et al.,  
2000). The study was approved by the research ethics 
committee of the University of Barcelona the coordi-
nating body of the project, with Institutional Review 
Board number IRB00003099: 21 February 2022.

2.1. Participants and setting

All IDD centres where participants were selected form 
part of the public health system, although most 
belong to private non-profit foundations.

To identify and enrol participants, purposive sam-
pling was carried out, thus improving the quality stan-
dards of the study (Campbell et al., 2020). Variability in 
terms of age, familial relationship, gender, place of resi-
dence and time spent in the centre was considered. 
Participants were selected by the personnel at the insti-
tutions. Data collection was finalized upon reaching 
theoretical saturation of data (see Table I).

2.2. Measures

2.2.1. Data collection
Data collection was carried out in face-to-face indivi-
dual interviews that were recorded together with the 
observations of two researchers between February and 
October 2022. These dates were chosen for the inter-
views because although the strictest measures for the 
centres had not been in place for a few months, there 
had still been some restrictions in place, such as the 
use of masks by professionals and avoiding gathering 
several family members all at once at the entrance of 
the centres. The aim was for the dialogue to provoke 
memories of the first days of the pandemic, producing 
the least possible emotional impact.

Families of clients of the two existing residential 
care models in Spain (supervised group homes and 
residential care homes) were selected.

A dialogue technique (Valles, 2009) was used in 
semi-structured interviews with guiding questions 
that arose from a discussion group with family mem-
bers who did not participate in the subsequent inter-
views, but who described what had the greatest 
impact on their lives. These findings served as a 
guide for the study interviews. Interviews were con-
ducted in the dining rooms or rest areas of the cen-
tres, with field journals utilized by the researchers. The 
duration of each interview was approximately 60  
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minutes. Data collection scheduling was adjusted dur-
ing the waves of COVID-19 that occurred during the 
research period.

2.2.2. Data analysis
Data were obtained and studied through interpretive 
phenomenological analysis (Smith & Fieldsend, 2021). 
Using ATLAS.ti software, the first two authors reviewed 
the transcripts independently until they became famil-
iar with the data. First, the characteristics of the IDD 
participants and their family members were described. 
Researchers listened to the interviews and read the 
transcripts to identify and record the predominant 
themes that emerged from the data. Scientific rigour 
criteria were considered (Lincoln & Guba, 1985). To 
achieve reliability, data were discussed among the 
researchers on the team. To ensure dependability, 
researchers verified that all identified themes emerged 
from the inputs of the participants. Purposeful sam-
pling, as well as discussion in all phases of the study, 
ensured transferability. To achieve dependability, a 
coding-decoding strategy was used. To ensure con-
firmability, diversity in terms of age, gender and level 
of kinship in the participants was established.

Participants were shown their transcripts to ensure 
no corrections were required. Triangulation was 
implemented through different perspectives taken 
from various sources of information.

3. Results

3.1. Characteristics of the participants

Fourteen relatives of 11 persons living in 10 residen-
tial centres in Catalonia, 6 in residential care home 
and 5 in supervised group home apartments, were 
interviewed. In most of the cases, only the mother of 
the resident was interviewed individually. In 3 cases, 
both parents participated. In another 3 cases, the 
study participants were sisters who were legal guar-
dians because the parents had died, and these resi-
dents were the oldest profile involved in the study.

The average duration of institutionalization for the 
persons with IDD whose family members were inter-
viewed was 17.5 years, with the shortest duration 
being 6 months and the longest 40 years. This disper-
sion is due to the fact that when these persons enter 
residential care they tend to remain there throughout 
their lives, and therefore the older their age, the 
longer the duration of institutionalization.

Persons who lived in group home apartments 
with support had partial independence for their 
activities, while those who lived in residential care 
needed support for almost all of their basic needs. In 
both types of residence, some users also presented 
behavioural disorders.Ta
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In the study group, there were families who chose not 
to move their family member from the centre and others 
who moved their family member to their own home 
during the period of highest mortality of the pandemic, 
with stays ranging from 3 to 6 months. After this period, 
they returned to their residential centre and complied 
with the health regulations of the time.

In both types of residential centres, the restrictive 
measures used in elderly care homes were applied.

Table I shows the characteristics of the family 
members who participated in the study.

3.2. Main themes

Our analysis identified 4 main themes that developed 
into additional themes (Table II).

3.2.1. Deciding between living at home or in the 
residence center
At the beginning of the state of alarm in Spain, the 
management personnel of the residence centres 
asked family members to decide whether their rela-
tives with IDD would spend the lockdown in the 
centre or at home, considering that in either case 
they could not go outside and that if they chose the 
residence, they would not be able to visit. This deci-
sion would remain in place throughout this period.

Family members took the decision based on various 
factors: the characteristics of the resident and their family, 
the characteristics of the home and the residential centre, 
and the possible consequences of each choice.

Some families felt that a private home could better 
guarantee an avoidance of contagion.

P7: “In the centre, the workers come and go, and they 
are young people with a more active private life 
than we do. Since we didn’t have to go to work 

anymore and were very vigilant, we felt she would 
be better off at home.” Mother aged 69 years 

Other families, however, thought that the residential cen-
tre, which for them was similar to a health centre and in 
most cases had large outdoor spaces, was the safest place 
to stay during the long period of the pandemic.

P11: “We told ourselves that they could run outside, 
that they would have the forest to go out into 
and spend their energy, and that they would be 
alone with only the caregivers wearing masks. 
They know better than we do. At home they 
wouldn’t be as well protected as in the centre, 
so they stayed there.” Sister aged 61 years 

Although the facilities of the group homes and resi-
dential care homes are different, family members 
were comparing them with their own private homes 
in terms of comfort. Thus, the stories of the intervie-
wees are similar in both cases.

Another factor in making the decision was on the 
type of care that the person with IDD would receive in 
case of infection.

P3: “We thought there would be no better place than 
the residence if they caught COVID. There they 
would be well taken care of, and if they had to be 
hospitalized, the centre would have better con-
tacts than we did to ensure that they would be 
treated correctly.” Parents aged 83 and 80 years 

Others felt that in case of infection, the measures 
taken would have consequences on the person with 
disability.

P7: “We decided to keep them at home because we 
could not bear the idea of them having symp-
toms and being left alone in a room, isolated, 
and that people dressed as astronauts would 
tend to them.” Mother aged 69 years 

For those who decided to take their family member 
out of the residential centre, having enough space in 
the home was a determining factor.

P5: “I never appreciated the small space behind the 
house until COVID happened.” Mother aged 55  
years 

Although they were concerned about cohabitating, 
these family members felt they had made the right 
decision because it allowed them to strengthen their 
relationships.

P9: “If this were to happen again, I would ask for her 
to come home again. I would sign off right now 

Table II. Main and additional themes.

Main themes Additional themes

The decision to come home 
or stay in the residence 
centre

The centre is safer 
They will be better protected 
Home is safer 
We have space for them 
We are aging 
They cannot be at home like this

Fear Contagion from a relative 
Contagion of a family member 
How the life change will affect them

Illness In the residence, everyone spreads the 
illness 

At home, no one spreads the illness 
Bones also got broken 
Without prevention

Protocols Total closure 
Isolation 
Distance 
Communication
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so that it would continue the same way: have her 
at home, and we stay home too, because we 
were working from there.” Sister aged 59 years 

The family members of residents who presented 
behavioural problems decided on them remaining in 
the residence during the pandemic.

P4: “We had no choice, there are two of them and 
sometimes they are difficult to handle, and we 
are getting old. With a heavy heart, we decided 
that they would stay in the residence.” Mother 
aged 72 years 

The age of the family members was another factor 
that impacted the decision.

P1: “I am already quite old. Going to eat with them 
on the weekend was something I could so, but 
more time than that is no longer possible, and I 
couldn’t entertain them more than at the resi-
dence either.” Mother aged 86 years 

All the family members who were interviewed felt 
their decision was correct, whether they opted for 
the residential centre or chose to bring them home.

3.2.1.1. Fear. During the first year of the pandemic, 
the world experienced a situation of constant, collective 
fear. The family members of persons with IDD experi-
enced different types of fear: fear of contagion, fear of 
abrupt changes to daily life, and also fear of the vaccine.

These feels were most acute at the beginning of 
the pandemic, and this was exacerbated by the news 
emerging from elderly care homes. These feelings 
were experienced in both family members who 
chose to keep their loved one in the residence and 
those who brought them home.

P9: “At the beginning, we were afraid of everything, 
it seemed like the ‘monster’ was coming to get 
you in your own home.” Sister aged 59 years 

Staying at home also meant for the family members 
that they were afraid for their own health, given that 
they were the only caregivers.

P6: “We were very concerned about getting COVID 
ourselves, and especially concerned about him in 
that case. If we were to get it, who would take 
care of him?” Parents aged 75 and 71 

They also reported fear for other vulnerable persons 
in their home.

P8: “We felt a lot of fear and concern. I worked in 
elderly care homes without protective gear, and I 
had my mother-in-law and daughter at home. I 
could have been a transmitter of the virus. In the 
end, I was more afraid of having her at home than 
at the residential center.” Mother aged 60 years 

Another source of fear that emerged in family mem-
bers of persons with IDD who were older was the idea 
of being unable to ensure a dignified, high-quality 
end of life.

P10: “We always said that if his health were to dete-
riorate, we would want him to be at home 
when he died. We were very afraid that if he 
caught COVID in the residence home, he would 
die alone. We were so worried that he would 
feel abandoned!” Sister aged 62 years 

Family members also expressed concern for the 
decrease in expressive, emotional and physical abil-
ities due to the lack of routines that had been fol-
lowed at the centres.

P5: “It was very difficult to manage. She lost her 
routines and social contact. She didn’t under-
stand anything … ” Mother aged 55 years 

When vaccines were administered to care home resi-
dents in March 2021, an additional fear of adverse 
effects emerged.

P8: “We were also concerned about the vaccine. 
They were the first ones to receive it and it all 
happened very quickly.” Father aged 65 years 

3.2.2. Illness
The incidence and prevalence of illness due to coro-
navirus in persons with IDD who stayed in residential 
homes is unknown because they were recorded 
together with elderly residents.

All interview participants who chose to leave their 
relatives in the residential centres reported that their 
loved one had been ill with coronavirus.

P4: “The center closed on March 13, and my daugh-
ters caught COVID at the end of March. We were 
extremely concerned; nothing was known about 
the virus. People were dying and they were there 
locked up, despite needing to move about … ” 
Mother aged 72 years 
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Most of the residents who got sick had mild symp-
toms and stayed in the centre. Only one mother 
reported that her son became ill in the early days of 
the pandemic and that he was admitted to hospital 
with the drastic isolation measures that were taken in 
that period.

P6: “He was sick with COVID and isolated for a long 
time, and at that same time we heard that so 
many were dying … although he was very well 
cared for, but isolated, alone in his room … ” 
Mother aged 71 years 

3.2.3. In addition, some residents presented other 
health problems that also required hospital care 
and were affected by restrictions due to the 
coronavirus.

P11: “He fell and broke his ankle and the doctor told 
us it was the worst kind of fracture there was. 
He had to have surgery. It went well. We had 
good people, people who understood us and 
also those who treated us as if he had had no 
issues.” Sister aged 61 years 

Due to the pandemic, some of the usual check-ups on 
underlying disease as well as preventive examinations 
were stopped.

P7: “I would take her to the dentist every four 
months. With the pandemic, she stopped going 
for a year, and when she was finally able to go, 
they had to anesthetize her to extract two teeth 
because it was too complicated to do it in the 
dentist’s chair.” Mother aged 69 years 

3.2.4. Protocols
Prior to the pandemic, few family members of persons 
with IDD were familiar with the concept of protocols 
in their daily lives. Starting in March 2020, protocols 
were used to mediate their relationship with hospita-
lized relatives.

Protocols varied on a nearly daily basis and were 
poorly adapted to persons with IDD given that they 
all had an impact on what these individuals needed 
most: closeness and contact.

3.2.4.1. Full closure of residences.. On 15 March 
2020, the government decreed a state of alarm due 
to the COVID-19 pandemic, resulting in the total clo-
sure of the residences. Thus began a potentially long 
period of separation between persons with IDD in 
residential centres and their families, except in cases 
in which it was decided that the disabled person 
would go home without additional care support.

For all the family members of persons with IDD, it 
was very painful because of the length of this period.

P10: “We said to ourselves, for him, the residence is 
home. Seven months passed before we could 
hug each other.” Sister aged 62 years 

P7: “Until Saint John’s Day (June 24), we agreed to 
have her at home, without questioning anything. 
From then on, it was a struggle to normalize the 
situation. It was unfair that in order to return to 
the centre she would be isolated for 15 days, 
even without presenting symptoms and with a 
negative PCR result. She returned to the centre 
in October, when they changed the protocol.” 
Mother aged 69 years 

3.2.5. Isolation
Family members were prohibited from entering the 
residential centres of persons with IDD from March to 
June 2020.

P2: “They were all locked up, they were confined, to 
protect the residents. She was used to another 
dynamic, going out, coming home, so it was all 
very different.” Mother aged 67 years 

When residents were later able to go to the family 
home, upon returning to the centre they had to fol-
low strict hygiene rules and take a PCR or rapid anti-
gen test that required a negative result. All the 
measures, and these ones in particular, were very 
complicated to carry out.

P8: “We could have had her at home more often, but 
every time she came out there was a PCR test 
and for her it was excruciating, so we decided to 
see her less.” Mother 60 aged years 

3.2.6. Distance
In June, when the general population resumed normal 
life, persons with IDD in residential centres continued 
to be unable to leave the centre. They were allowed to 
receive one weekly visit from one relative who was 
always the same person, maintaining 1.5 metres.

P1: “I have him in front of me and there he is, poor 
thing, sitting there and me here. What kind of 
rule was this? We couldn’t even shake hands. He 
accepted everything.” Mother aged 86 years 
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P10: “We could finally see each other! With a table 
between us and a person there supervising: 
Frederic, here I am!” Sister aged 62 years 

Some residents were unable to cope with the process 
at all.

P4: “The visits? They were an abomination, not able to 
touch each other, not understanding anything, 
jumping on top of the table. And afterwards we 
couldn’t go to the nearby park. If the residence had 
had a garden, we would have been able to go 
outside.” Mother aged 72 years 

Weekly 30-minute walks with family members in the 
open air, without physical contact, were introduced 
seven months after the start of the lockdown.

P5: “A dog had more freedom than we did.” Mother 
aged 55 years 

3.2.7. Communication
Communication was one of the areas with the most 
incidents during the COVID-19 pandemic.

Contact by telephone was used between sick rela-
tives and their families. In some centres, email was 
also used, and WhatsApp groups that included all the 
families were created. The latter channel was used to 
share general information such as changes in proto-
cols and restrictions.

P4: “And when we could finally go outside with them, 
boom, someone was infected. Change of protocol! 
Locked down again.” Mother aged 72 years 

Due to their age, the family members who were inter-
viewed were not native to communication technolo-
gies, and therefore needed to learn to socialize using 
these tools; for several months, online communication 
was the only option. This solution was positively rated 
because information was sent much more quickly than 
by telephone. However, the majority of persons with 
IDD were unable to understand how to use it.

P8: “We could see her, but she didn’t look at us.” 
Mother aged 69 years 

P11: ”‘Why are you inside a telephone?’ my brother 
said to me.” Sister aged 61 years 

In addition to high technology, old-fashioned solu-
tions were also used.

P2: “The balcony, on the first floor high up. I would 
be on the street level and she on the balcony, 

and we would shout our conversations at each 
other.” Mother aged 67 years 

Family members were aware of the contradictions 
that arose in these protocols, which were very restric-
tive in the centres and permissive when the same 
individuals did other activities.

P1: “When he went to the leisure center on 
Saturdays, they let him do all kinds of sports, 
and yet there in the residence they could not 
do any at all.” Mother aged 86 years 

Most family members agreed on the nearly complete 
lack of presence of persons with IDD in the media. 
These feelings were aggravated by the way they were 
assimilated with the community most poorly treated 
in the pandemic, residents of elderly care homes, 
something that exacerbated their fears.

P4: “Everything was about elderly care homes. Were 
ours just the same? We didn’t appear anywhere.” 
Mother aged 72 years 

Family members reported that the design of the pro-
tocols did not take into consideration the needs of the 
persons with IDD and thus reflected a disregard for 
this group.

P10: “The measures were very drastic in order to be 
protective, but no one thought about the 
families. They used poor criteria for this type 
of residence and did not take care of the emo-
tional aspects.” Sister aged 62 years 

P5: “We suffered a lot because of the protocols. No 
one talked about us ever. If a disabled person 
died, it didn’t affect anyone but the family.” 
Mother aged 55 years 

4. Discussion

Like other works on persons with IDD, the present 
study shows that most care givers of vulnerable per-
sons are women (Arora et al., 2020). In the case of IDD, 
mothers are the most common, and when they are 
not present, they are substituted by sisters (Oñate & 
Calvete, 2017).

At the beginning of the pandemic, family members 
had to choose where to house their loved one. Some 
studies have described how staying home was a cause of 
frustration and anxiety, causing an increase in stress and 
challenging behaviour in persons with IDD (Gacek & 
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Krzywoszanski, 2021; Schuengel et al., 2020). In the pre-
sent study, this was not the case as the persons with 
behavioural disorders remained in the residence centres. 
The psychological strain experienced by both the resi-
dents and their families was due to fear of the disease and 
death, in addition to the effects of isolation (Brooks et al.,  
2020; Lund et al., 2020; Oomen et al., 2021).

As in other studies, the families who were inter-
viewed highlighted the importance of socialization 
and maintaining routines in persons with IDD 
(Paulauskaite et al., 2021), and the stopping of daily 
routines and therapies during quarantine contributed 
to increased physical and mental health deterioration 
in residents (Courtenay & Perera, 2020; Kim et al.,  
2021; Theis et al., 2021). In our study, all individuals 
who fell ill with COVID-19 were infected at the resi-
dence, a finding that correlates with those of other 
authors, in which there were few cases of contagion 
in private homes (Navas et al., 2020).

Our study participants, as in other studies, per-
ceived measures to be disproportionate, difficult to 
carry out, and incomprehensible to residents and their 
families (Cáceres et al., 2022). The pandemic has 
brought to light the fragmentation that exists 
between social services and health services, with the 
former having been given the responsibilities and 
functions of the latter (WHO, 2020) at the start of 
the pandemic with inadequate protection measures 
within a context that brought about deficits in mate-
rial and human resources (Navas et al., 2020). The 
United Nations has reported that not only the pan-
demic but also the measures applied to combat it 
have threatened the rights of persons with IDD 
(United Nations, 2020), as the study interviewees 
have also indicated. At the same time, the European 
Association of Service Providers for Persons with 
Disabilities (EASPD, 2021) has stressed that the speci-
fic needs of this population group were not consid-
ered in the planning of the measures that were 
adopted during the COVID-19 pandemic. In this line, 
the participants of the present study reported that the 
measures applied to family members were designed 
for elderly residents and did not meet their needs, an 
observation that was also reported in a previous study 
(Dickinson & Yates, 2020).

On the other hand, families described how the mea-
sures proposed to contain COVID-19 in residential centres 
was totally incomprehensible for persons with IDD, an 
opinion found in previous work (Courtenay, 2020; 
Embregts et al., 2022; Samboma, 2021). Such measures 
undermined communication, with residents finding 
themselves with people whose faces they could not see 
at a distance, and above all, deprived of contact with their 
families (Courtenay & Perera, 2020). This was one of the 
reasons why some residents were taken to live at home. 
Communication between residents and their families was 
mostly by video call, although given the communicative 

difficulties of the residents, this was not rated especially 
well by the study participants (Navas et al., 2020).

Family members reported that in their view the mea-
sures proposed for residential centres for people with 
IDD were designed to stop infection, and therefore 
mortality, in elderly nursing homes. Such measures did 
not consider the needs of people whose daily lives are 
affected by human contact that is physical, visual and 
emotional, something that was truncated with the mea-
sures taken in the pandemic (Thurman, 2009).

4.1. Study limitations

No studies have been found that focus on persons with 
IDD who require general support as in the present 
study, and therefore some of the results have not been 
compared with previous research. The interviewees who 
were selected did not lose their resident family member 
to COVID-19. This selection was made, on one hand, to 
avoid having these family members relive their loss, and 
on the other hand, to determine what were the percep-
tions of most family members. The findings cannot be 
generalized to other communities or other countries. 
However, even if they cannot be extrapolated, they 
can meet the conditions of transferability.

5. Conclusions

The family members of persons with IDD took the 
decision to bring their loved one home or keep 
them in the residence by considering the dimensions 
of the home, the behaviour of the resident, and the 
age of the care takers. None of the interviewees 
reported that they regretted their decision.

For some families, the residence centre was viewed 
as a protective place, while for others it was a risk 
factor for contagion.

Fear of contagion was added to the fear of decline 
in capacities and the loss of emotional ties.

In all families who participated in the study, the 
persons with IDD who became ill were the same 
individuals who remained in the residence centre.

Online communication, while positively rated by 
the family members, was also a source of unease 
and confusion for the residents.

Those who had lived in the institution for the 
greatest number of years were reported to have had 
difficulties in adapting to living at home again.

All interviewees considered the protocols to be inade-
quate and unfit for the needs of the residents because 
they were unable to understand and comply with them.

The family members of persons with IDD who live in 
residential centres believe that this community is of no 
importance to the authorities. The measures were dis-
proportionate, and their needs were not considered, 
given that the recommendations were aimed at elderly 
care homes.

INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING 9



5.1. Short biographical

5.1.1. Montserrat Puig Llobet
RN, Bd, PhD, professor, Department of Public Health, 
Mental Health and Maternal-Child Nursing, School of 
Nursing, University of Barcelona, Direction of 8 doc-
toral theses in the line of positive mental health in 
different populations and in different doctoral pro-
grammes. Tutor of 8 doctoral theses. 10 theses read. 
Participation as principal investigator in 3 competitive 
research projects and 9 in non-competitive projects. 
Participation as collaborator investigator of 6 national, 
2 regional and 2 international competitive projects. 
Evaluator in evaluation agencies and scientific 
reviewer in journals indexed in JCR. Author of more 
than 100 articles, 55 indexed in JCR.

5.2. Montserrat Roca Roger

RN, Bd, PhD, retired ProfessorDirector and tutor of dif-
ferent doctoral theses. Participation as principal investi-
gator and collaborator investigator in different research 
projects. Author of various articles and book chapters.

5.3. Teresa Nicolàs Silva

RN, residence i CAE for People with Intellectual 
Disabilities La Vinyota Participation as collaborator 
investigator in a 1 competitive project. author of var-
ious articles, communications, and book chapters.R

5.4. Gemma Pérez Gimenez

RN, MSc.PhD,head of Sick Medical Nursing Area and 
alternatives to hospitalization. Granollers General 
Hospital, Granollers. PhD in Associate professor in 
Tecnocampus Participation as collaborator investiga-
tor in different competitive project. Author of various 
communications and book chapters.

5.5. Zaida Agüera Imbernon

RN Bd PhD, lecturer in the Department of Public Health 
Nursing, Maternal and Child Health and Mental Health 
at the University of Barcelona. Degree in Psychology 
(2005), with a Master’s Degree in Clinical Psychology 
(2007) and Neuropsychology (2020). PhD from the UB 
since 2014. Scientific career with more than 100 pub-
lications in JCR and participation in national and inter-
national research projects. External evaluator of ANEP 
since 2017. Training capacity guaranteed by tutoring 10 
final degree projects, 10 final Master’s projects and the 
co-direction of 5 doctoral theses, 4 in preparation and 
one defended in 2021 with Cum Laude qualification.

5.6. Maria Teresa Lluch Canut

RN Bd PhD. professor of Psychosocial Nursing and 
Mental Health at the University of Barcelona. Principal 
investigator in 6 competitive projects and collaborator 
in 20 competitive projects. More than 80 publications 
indexed in JCR, more than 20 in relevant authorship 
position. He has directed 30 doctoral theses and another 
5 in progress in different doctoral programmes. External 
evaluator of research projects. Evaluator of scholarships 
and financial aid in different organizations.

5.7. Juan Roldán Merino

RN MSc PhD, head of Studies of the Campus Docent Sant 
Joan de Déu, a centre attached to the University of 
Barcelona since 2021 and hired as a professor since 
2007. I teach Nursing Degree, official and professional 
Masters of the UB., Co-direction of 15 doctoral theses. Of 
which 3 in the line of positive mental health. I am currently 
co-directing 10 doctoral theses. Regarding research, my 
scientific production consists of 70 international publica-
tions indexed in the Journal Citation Report and more 
than 20 publications indexed in other databases.

5.8. Carmen Moreno Arroyo

RN MSc. PhD, professor of the Department of 
Fundamental and Medical-Surgical Nursing of the 
University of Barcelona. PhD in Nursing Sciences. 62 
articles published (15 in JCR-indexed journals − 4 Q1; 
4 Q2; 4 Q3; 3 Q4; 36 in Scopus-indexed journals; and 
11 in non-indexed journals). Participation in 33 
research projects (13 financed in competitive calls; 
Member EI). Director of 5 doctoral theses. Member 
of 9 theses committees. 8 years as an expert evaluator 
of research projects (Official College of Nursing of 
Barcelona).

5.9. Marta Prats Arimon

RN Bd PhD, associate Professor at the University of 
Barcelona and PhD from the International University 
of Catalonia. Professor of different Masters of the 
University of Barcelona. Participation as principal 
investigator of 1 competitive and 2 non-competitive 
research projects. Participation as collaborator inves-
tigator of 1 competitive national and 1 regional pro-
jects. Scientific reviewer in Health and Social 
Community journal indexed in JCR, Author of 5 pub-
lications, 2 indexed in JCR.

5.10. Aurelia Sánchez Ortega

RN Bd PhD, professor at the University School of 
Nursing and Occupational Therapy of Terrassa. For 
15 years I have combined university teaching for 

10 M. PUIG LLOBET ET AL.



Diplomas, Degrees and Masters with the assistance 
and management of primary care teams. I am cur-
rently directing 2 doctoral theses in the line of posi-
tive mental health in the doctoral programme of the 
UB. I have participated in 3 competitive projects as 
collaborator investigator. I am an evaluator of scholar-
ships and financial aid in different organizations.

5.11. Xavier Domènech Mascaró

Bd, MSc, administrative at the Catalan Health Institute. 
Doctoral student in medicine Bachelor of Business 
Administration. Diploma in business Master in direc-
tion and health management. Participation as colla-
borator investigator in a 1 competitive project. Author 
of several communications.

5.12. Miguel Angel Hidalgo Blanco

RN MSc. PhD, professor of the Department of 
Fundamental and Medical-Surgical Nursing of the 
University of Barcelona. PhD in Nursing Sciences. Author 
of several articles published in JCR-indexed journals and 
Scopus-indexed journals. Participation in 6 research pro-
jects competitive. Director of 1 doctoral thesis.

5.13. Antonio Moreno Poyato

RN MSc PhD,professor of the Department of Public 
Health Nursing, Mental Health and Maternal-Child 
Health at the University of Barcelona. Principal inves-
tigator in 5 competitive projects and collaborator in 8 
competitive projects. More than 35 publications 
indexed in JCR, more than 20 in authorship position 
Page 13 of 15 relevant. Directing 15 doctoral theses in 
progress in different doctoral programmes. External 
evaluator of research projects. Reviewer of national 
and international scientific journals indexed in JCR.

Acknowledgments

We would like to thank all the participants in this study for 
sharing their experiences from what was a difficult period in 
their lives. We also thank the management teams of the 
residences for opening their doors to us and collaborating 
with our requests.

Disclosure statement

No potential conflict of interest was reported by the author(s).

Funding

This study is supported by a bioethics research grant 
awarded in 2021 by the Víctor Grífols i Lucas Foundation.

Notes on contributors

Montserrat Puig Llobet RN, Bd, PhD, Professor in the 
Department of Public Health, Mental Health and Maternal- 
Child Nursing, School of Nursing, University of Barcelona, 
Health Sciences Campus Bellvitge. Scientific career with 
more than 60 publications in JCR and participation in 
national and international research projects. Direction of 8 
doctoral theses in the line of positive mental health in 
different populations and in different doctoral programs. 
Member of the research team of the SGR ‘Nursing care in 
mental health, psychosocial and complexity’. Evaluator in 
evaluation agencies and scientific reviewer in journals 
indexed in JCR.

Montserrat Roca Roger RN, Bd, PhD, Retired Professor in 
the Department of Public Health, Mental Health and 
Maternal-Child Nursing, School of Nursing, University of 
Barcelona, Health Sciences Campus Bellvitge. Director and 
tutor of different doctoral theses. Participation as principal 
investigator and collaborator investigator in different 
research projects. Author of various articles and book 
chapters.

Terea Nicolàs Silva RN, Nurse in the Residence for People 
with Intellectual Disabilities La Vinyota. Mollet Health 
Foundation Nurse. Participation as collaborator investigator 
in a 1 competitive project. author of various articles, com-
munications, and book chapters.

Gemma Pérez Gimenez RN, MSc, PhD, Head of Sick Medical 
Nursing Area and alternatives to hospitalization in the 
Granollers General Hospital. Associate professor in 
Tecnocampus Participation as collaborator investigator in 
different competitive project. Author of various communica-
tions and book chapters.

Zaida Agüera Imbernon RN, Bd, PhD, Professor in the 
Department of Public Health, Mental Health and Maternal- 
Child Nursing, School of Nursing, University of Barcelona, 
Health Sciences Campus Bellvitge. Scientific career with 
more than 100 publications in JCR and participation in 
national and international research projects. External eva-
luator of ANEP since 2017. Training capacity guaranteed by 
tutoring 10 final degree projects, 10 final Master’s projects 
and the co-direction of 5 doctoral theses.

Maria Teresa Lluch Canut RN, Bd, PhD, Professor in the 
Department of Public Health, Mental Health and Maternal- 
Child Nursing, School of Nursing, University of Barcelona, 
Health Sciences Campus Bellvitge, Principal investigator in 6 
competitive projects and collaborator in 20 competitive 
projects. More than 80 publications indexed in JCR, more 
than 20 in relevant authorship position. He has directed 30 
doctoral theses and another 5 in progress in different doc-
toral programs. External evaluator of research projects. 
Evaluator of scholarships and financial aid in different 
organizations.

Juan Francisco Roldan Merino RN, MSc, PhD,, Professor in 
the Department of Mental Health, Campus Docent Sant 
Joan de Déu, University of Barcelona, Barcelona Head of 
Studies of the Campus Docent Sant Joan de Déu. Co-direc-
tion of 15 doctoral theses. Of which 3 in the line of positive 
mental health. I am currently co-directing 10 doctoral the-
ses. Regarding research, my scientific production consists of 
70 international publications indexed in the Journal Citation 
Report and more than 20 publications indexed in other 
databases.

INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING 11



Carmen Moreno Arroyo RN, MSc, PhD, Professor in the 
Department of Fundamental and Medical-Surgical Nursing, 
School of Nursing, Faculty of Medicine and Health Sciences, 
University of Barcelona (UB). 62 articles published (15 in JCR- 
indexed journals - 4 Q1; 4 Q2; 4 Q3; 3 Q4; 36 in Scopus- 
indexed journals; and 11 in non-indexed journals). 
Participation in 33 research projects (13 financed in compe-
titive calls; Member EI). Director of 5 doctoral theses. 
Member of 9 theses committees. 8 years as an expert eva-
luator of research projects (Official College of Nursing of 
Barcelona).

Marta Prats Arimon RN, Bd, PhD. Professor in the 
Department of Fundamental and Medical-Surgical Nursing, 
School of Nursing, Faculty of Medicine and Health Sciences, 
University of Barcelona (UB), Participation as principal inves-
tigator of 1 competitive and 2 non-competitive research 
projects. Participation as collaborator investigator of 1 com-
petitive national and 1 regional projects. Scientific reviewer 
in Health and Social Community journal indexed in JCR, 
Author of 5 publications, 2 indexed in JCR.

Maria Aurelia Sánchez Ortega RN, Bd, PhD, Professor in the 
Nursing and Occupational Therapy School (EUIT), Universitat 
Autònoma de Barcelona. For 15 years I have combined 
university teaching for Diplomas, Degrees and Masters 
with the assistance and management of primary care 
teams. I am currently directing 2 doctoral theses in the 
line of positive mental health in the doctoral program of 
the University of Barcelona. I have participated in 3 compe-
titive projects as collaborator investigator. I am an evaluator 
of scholarships and financial aid in different organizations.

Xavier Domenech Mascaro Bd, MSc, Administrative in the 
catalan health institute. Doctoral student in medicine 
Bachelor of Business Administration. Diploma in business 
Master in direction and health management. Participation 
as collaborator investigator in a 1 competitive project. 
author of several communications.

Miguel Angel Hidalgo Blanco RN, MSc, PhD, Professor in 
the Department of Fundamental and Medical-Surgical 
Nursing, School of Nursing, Faculty of Medicine and Health 
Sciences, University of Barcelona (UB). Author of several 
articles published in JCR-indexed journals and Scopus- 
indexed journals. Participation in 6 research projects com-
petitive. Director of 1 doctoral thesis.

Antonio Moreno Poyato RN, MSc, PhD, Professor in the 
Department of Public Health, Mental Health and Maternal- 
Child Nursing, School of Nursing, University of Barcelona, 
Health Sciences Campus Bellvitge. Principal investigator in 5 
competitive projects and collaborator in 8 competitive pro-
jects. More than 35 publications indexed in JCR, more than 
20 in authorship position Page 13 of 15 relevant. Directing 
15 doctoral theses in progress in different doctoral pro-
grams. External evaluator of research projects. Reviewer of 
national and international scientific journals indexed in JCR.

ORCID
Montserrat Puig Llobet http://orcid.org/0000-0002-3893- 
4488
Gemma Pérez Gimenez http://orcid.org/0009-0007-7308- 
0952
Zaida Agüera http://orcid.org/0000-0003-4453-4939
Maria-Teresa Lluch Canut http://orcid.org/0000-0002- 
2064-8811

Juan Francisco Roldan Merino http://orcid.org/0000- 
0002-7895-6083
Carmen Moreno Arroyo http://orcid.org/0000-0003-4818- 
1982
Marta Prats Arimon http://orcid.org/0000-0002-1592- 
7787
Maria Aurelia Sánchez Ortega http://orcid.org/0000-0002- 
6594-5561
Xavier Domènech Mascaró http://orcid.org/0000-0002- 
7564-990X
Miguel Angel Hidalgo Blanco http://orcid.org/0000-0003- 
1696-5627
Antonio Moreno Poyato http://orcid.org/0000-0002-5700- 
4315

References

Arora, S., Goodall, S., Viney, R., & Einfeld, S. (2020). Health-related 
quality of life amongst primary caregivers of children with 
intellectual disability. Journal of Intellectual Disability 
Research, 64(2), 103–116. https://doi.org/10.1111/jir.12701

Bioethics Committee of Catalonia. (2023). Written contribu-
tion by Marc Antoni Broggi Trias, president Bioethics 
Committee of Catalonia in relation to the working 
group for the analysis of the impact of covid-19 in resi-
dences. https://canalsalut.gencat.cat/web/.content/_ 
Sistema_de_salut/CBC/recursos/documents_tematica/ 
aportacio-cbc-residencies-grup-parlament.pdf

Brooks, S. K., Webster, R. K., Smith, L. E., Woodland, L., 
Wessely, S., Greenberg, N., & Rubin, G. J. (2020). The 
psychological impact of quarantine and how to reduce 
it: Rapid review of the evidence. Lancet, 395(10227), 912– 
920. https://doi.org/10.1016/S0140-6736(20)30460-8

Cáceres, C., Yepes, I., Sebastià, A. Y., & Martín, R. (2022). 
¿Cómo Vivieron las personas con discapacidad la crisis 
de la covid-19? El caso de las personas apoyadas por 
entidades tutelares en España. Siglo Cero, 53(2), 41–60.  
https://doi.org/10.14201/scero20225324160

Campbell, S., Greenwood, M., Prior, S., Shearer, T., Walkemk, 
Y. S., Young, S., Bywaters, D., & Walker, K. (2020). 
Purposive sampling: Complex or simple? Research case 
examples. Journal of Research in Nursing: JRN, 25(8), 652– 
661. https://doi.org/10.1177/1744987120927206

Courtenay, K. (2020). Covid-19: Challenges for people with 
intellectual disability. BMJ-British Medical Journal, 369, 
1609. https://doi.org/10.1136/bmj.m1609

Courtenay, K., & Perera, B. (2020). COVID-19 and people with 
intellectual disability: Impacts of a pandemic. Irish Journal 
of Psychological Medicine, 37(3), 1–6. https://doi.org/ 
10.1017/ipm.2020.45

Cuypers, M., Schalk, B. W. M., Koks, M. C. J., Nägele, M. E., van 
Gijssel, E. J., Naaldenberg, J., & Leusink, G. L. (2020). 
Mortality of people with intellectual disabilities during 
the 2017/2018 influenza epidemic in the Netherlands: 
Potential implications for the COVID-19 pandemic. 
Journal of Intellectual Disability Research: JIDR, 64(7), 
482–488. https://doi.org/10.1111/jir.12739

Dickinson, H., & Yates, S. (2020). More than isolated: The 
experience of children and young people with disability 
and their families during the COVID-19 pandemic. https:// 
apo.org.au/node/305856

EASPD. (2021). Going online: Services for people with dis-
abilities during the COVID-19 crisis and beyond. https:// 
www.easpd.eu/news-detail/default-7585deee63/

Embregts, P. J. C. M., van den Bogaard, K. J. H. M., Frielink, N., 
Voermans, M. A. C., Thalen, M., & Jahoda, A. (2022). A 

12 M. PUIG LLOBET ET AL.

https://doi.org/https://doi.org/10.1111/jir.12701
https://canalsalut.gencat.cat/web/.content/_Sistema_de_salut/CBC/recursos/documents_tematica/aportacio-cbc-residencies-grup-parlament.pdf
https://canalsalut.gencat.cat/web/.content/_Sistema_de_salut/CBC/recursos/documents_tematica/aportacio-cbc-residencies-grup-parlament.pdf
https://canalsalut.gencat.cat/web/.content/_Sistema_de_salut/CBC/recursos/documents_tematica/aportacio-cbc-residencies-grup-parlament.pdf
https://doi.org/https://doi.org/10.1016/S0140-6736(20)30460-8
https://doi.org/https://doi.org/10.14201/scero20225324160
https://doi.org/https://doi.org/10.14201/scero20225324160
https://doi.org/https://doi.org/10.1177/1744987120927206
https://doi.org/https://doi.org/10.1136/bmj.m1609
https://doi.org/https://doi.org/10.1017/ipm.2020.45
https://doi.org/https://doi.org/10.1017/ipm.2020.45
https://doi.org/https://doi.org/10.1111/jir.12739
https://apo.org.au/node/305856
https://apo.org.au/node/305856
https://www.easpd.eu/news-detail/default-7585deee63/
https://www.easpd.eu/news-detail/default-7585deee63/


thematic analysis into the experiences of people with a mild 
intellectual disability during the COVID-19 lockdown period, 
international. Disability and Health Journal, 68(4), 578–582. 
582. https://doi.org/10.1080/20473869.2020.1827214

Eurpapress. (2020). Plena Inclusión estima unos 100 falleci-
dos en centros para personas con discapacidad intelec-
tual durante la pandemia. https://www.europapress.es/ 
epsocial/igualdad/noticia-plena-inclusion-estima-100-falle 
cidos-centros-personas-discapacidad-intelectual-pande 
mia-20200413191326.html

Gacek, M., & Krzywoszanski, L. (2021). Symptoms of anxiety 
and depression in students with developmental disabil-
ities during COVID-19 lockdown in Poland. Frontiers in 
Psychiatry / Frontiers Research Foundation, 319, 1–6.  
https://doi.org/10.3389/fpsyt.2021.576867

Kim, M. A., Yi, J., Sung, J., Hwang, S., Howey, W., & Jung, S. M. 
(2021). Changes in life experiences of adults with intel-
lectual disabilities in the COVID-19 pandemics in South 
Korea. Disability and Health Journal, 14(4), 101120. https:// 
doi.org/10.1016/j.dhjo.2021.101120

Lincoln, Y. S., & Guba, E. G. (1985). Naturalistic inquiry. SAGE.
Lund, E. M., Forber, A. J., Wilson, C., & Mona, L. R. (2020). The 

COVID-19 pandemic, stress, and trauma in the disability 
community: A call to action. Rehabilitation Psychology, 65 
(4), 313–322. https://doi.org/10.1037/rep0000368

Ministerio de Sanidad. (2019). Preguntas y respuestas sobre 
el nuevo coronavirus (COVID19). https://www.sanidad. 
gob.es/profesionales/saludPublica/ccayes/alertasActual/ 
nCov/documentos/20200507_Preguntas_respuestas_ 
2019-nCoV-2.pdf).

Ministry of Health. (2019). Questions and answers about the 
new coronavirus (COVID19). https://www.sanidad.gob.es/ 
profesionales/saludPublica/ccayes/alertasActual/nCov/ 
documentos/20200507_Preguntas_respuestas_2019- 
nCoV-2.pdf).

Navas, P., Amor, A. M., Crespo, M., Wolowiec, Z., & Verdugo, 
M. A. (2020). Supports for people with intellectual and 
developmental disabilities during the COVID-19 pan-
demic from their own perspective. Research in 
Developmental Disabilities, 108, 103813. https://doi.org/ 
10.1016/j.ridd.2020.103813

Oñate, L. Y., & Calvete, E. (2017). Una aproximación cualita-
tiva a los factores de resiliencia en familiares de personas 
con discapacidad intelectual en España. Psychosocial 
Intervention, 26(2), 93–101. https://doi.org/10.1016/j. 
psi.2016.11.002

Oomen, D., Nijhof, A. D., & Wiersema, J. R. (2021). The 
psychological impact of the COVID-19 pandemic on 
adults with autism: A survey study across three countries. 
Molecular Autism, 12(1), 21. https://doi.org/10.1186/ 
s13229-021-00424-y

Patton, K. A., Ware, R., McPherson, L., Emerson, E., & 
Lennox, N. (2018). Parent-related stress of male and 
female carers of adolescents with intellectual disabil-
ities and carers of children within the general popula-
tion: A cross- sectional comparison. Journal of Applied 

Research in Intellectual Disabilities: JARID, 31(1), 51–61.  
https://doi.org/10.1111/jar.12292

Paulauskaite, L., Farris, O., Spencer, H., & Absoud, A. (2021). 
My son can’t socially distance or wear a mask: How 
families of preschool children with severe developmental 
delays and challenging behavior experienced the COVID- 
19 pandemic. Journal of Mental Health Research in 
Intellectual Disabilities, 14(2), 225–236. https://doi.org/ 
10.1080/19315864.2021.1874578To

Pope, C., Ziebland, S., & Mays, N. (2000). Qualitative research 
in health care. Analysing qualitative data. BMJ-British 
Medical Journal, 320(7227), 114–116. https://doi.org/ 
10.1136/bmj.320.7227.114

Samboma, T. A. (2021). Leaving no one behind: Intellectual 
disability during COVID-19 in africa. International Social 
Work, 64(2), 265–269. https://doi.org/10.1177/ 
0020872820967413

Schuengel, C., Tummers, J., Embregts, P. J. C. M., & Leusink, 
G. L. (2020). Impact of the initial response to COVID-19 on 
long-term care for people with intellectual disability: An 
interrupted time series analysis of incident reports. 
Journal of Applied Research in Intellectual Disabilities: 
JARID, 64(11), 817–824. https://doi.org/10.1111/jir.12778

Smith, J. A., & Fieldsend, M. (2021). Interpretative phenom-
enological analysis. In P. M. Camic (Ed.), Qualitative 
research in psychology: Expanding perspectives in metho-
dology and design (pp. 147–166). American Psychological 
Association. https://doi.org/10.1037/0000252-008

Theis, N., Campbell, N., De Leeuw, J., Owen, M., & Schenke, K. 
C. (2021). The effects of COVID-19 restrictions on physical 
activity and mental health of children and young adults 
with physical and/or intellectual disabilities. Disability and 
Health Journal, 14(3), 101064. https://doi.org/10.1016/j. 
dhjo.2021.101064

Thurman, S. (2009). Communication is a human right. BILD.
Tummers, J., Catal, C., Tobi, H., Tekinerdogan, B., & Leusink, 

G. (2020). Coronaviruses and people with intellectual dis-
ability: An exploratory data analysis. Journal of Intellectual 
Disability Research: JIDR, 64(7), 475–481. https://doi.org/ 
10.1111/jir.12730

United Nations. (2020). Committee on the rights of persons 
with disabilities. https://www.ohchr.org/en/treaty-bodies/ 
crpd

Valles, M. (2009). Entrevistas cualitativas. CIS. Cuadernos 
Metodológicos.

Willner, P., Rose, J., Stenfert, B., Murphy, G. H., Langdon, P. E., 
Clifford, C., Hutchings, H., Watkins, A., Hiles, S., & Cooper, 
V. (2020). Effect of the COVID-19 pandemic on the mental 
health of carers of people with intellectual disabilities. 
Journal of Applied Research in Intellectual Disabilities: 
JARID, 33(6), 1523–1533. https://doi.org/10.1111/jar.12811

World Health Organization. (2020). WHO Director-general’s 
opening remarks at the media briefing on COVID-19. 
https://www.who.int/dg/speeches/detail/whodirector- 
general-s-opening-remarks-at-the-media-briefing-on- 
covid-19—11-march-2020

INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING 13

https://doi.org/https://doi.org/10.1080/20473869.2020.1827214
https://www.europapress.es/epsocial/igualdad/noticia-plena-inclusion-estima-100-fallecidos-centros-personas-discapacidad-intelectual-pandemia-20200413191326.html
https://www.europapress.es/epsocial/igualdad/noticia-plena-inclusion-estima-100-fallecidos-centros-personas-discapacidad-intelectual-pandemia-20200413191326.html
https://www.europapress.es/epsocial/igualdad/noticia-plena-inclusion-estima-100-fallecidos-centros-personas-discapacidad-intelectual-pandemia-20200413191326.html
https://www.europapress.es/epsocial/igualdad/noticia-plena-inclusion-estima-100-fallecidos-centros-personas-discapacidad-intelectual-pandemia-20200413191326.html
https://doi.org/https://doi.org/10.3389/fpsyt.2021.576867
https://doi.org/https://doi.org/10.3389/fpsyt.2021.576867
https://doi.org/https://doi.org/10.1016/j.dhjo.2021.101120
https://doi.org/https://doi.org/10.1016/j.dhjo.2021.101120
https://doi.org/https://doi.org/10.1037/rep0000368
https://www.sanidad.gob.es/profesionales/saludPublica/ccayes/alertasActual/nCov/documentos/20200507_Preguntas_respuestas_2019-nCoV-2.pdf
https://www.sanidad.gob.es/profesionales/saludPublica/ccayes/alertasActual/nCov/documentos/20200507_Preguntas_respuestas_2019-nCoV-2.pdf
https://www.sanidad.gob.es/profesionales/saludPublica/ccayes/alertasActual/nCov/documentos/20200507_Preguntas_respuestas_2019-nCoV-2.pdf
https://www.sanidad.gob.es/profesionales/saludPublica/ccayes/alertasActual/nCov/documentos/20200507_Preguntas_respuestas_2019-nCoV-2.pdf
https://www.sanidad.gob.es/profesionales/saludPublica/ccayes/alertasActual/nCov/documentos/20200507_Preguntas_respuestas_2019-nCoV-2.pdf)
https://www.sanidad.gob.es/profesionales/saludPublica/ccayes/alertasActual/nCov/documentos/20200507_Preguntas_respuestas_2019-nCoV-2.pdf)
https://www.sanidad.gob.es/profesionales/saludPublica/ccayes/alertasActual/nCov/documentos/20200507_Preguntas_respuestas_2019-nCoV-2.pdf)
https://www.sanidad.gob.es/profesionales/saludPublica/ccayes/alertasActual/nCov/documentos/20200507_Preguntas_respuestas_2019-nCoV-2.pdf)
https://doi.org/https://doi.org/10.1016/j.ridd.2020.103813
https://doi.org/https://doi.org/10.1016/j.ridd.2020.103813
https://doi.org/https://doi.org/10.1016/j.psi.2016.11.002
https://doi.org/https://doi.org/10.1016/j.psi.2016.11.002
https://doi.org/https://doi.org/10.1186/s13229-021-00424-y
https://doi.org/https://doi.org/10.1186/s13229-021-00424-y
https://doi.org/https://doi.org/10.1111/jar.12292
https://doi.org/https://doi.org/10.1111/jar.12292
https://doi.org/https://doi.org/10.1080/19315864.2021.1874578To
https://doi.org/https://doi.org/10.1080/19315864.2021.1874578To
https://doi.org/https://doi.org/10.1136/bmj.320.7227.114
https://doi.org/https://doi.org/10.1136/bmj.320.7227.114
https://doi.org/https://doi.org/10.1177/0020872820967413
https://doi.org/https://doi.org/10.1177/0020872820967413
https://doi.org/https://doi.org/10.1111/jir.12778
https://doi.org/https://doi.org/10.1037/0000252-008
https://doi.org/https://doi.org/10.1016/j.dhjo.2021.101064
https://doi.org/https://doi.org/10.1016/j.dhjo.2021.101064
https://doi.org/https://doi.org/10.1111/jir.12730
https://doi.org/https://doi.org/10.1111/jir.12730
https://www.ohchr.org/en/treaty-bodies/crpd
https://www.ohchr.org/en/treaty-bodies/crpd
https://doi.org/https://doi.org/10.1111/jar.12811
https://www.who.int/dg/speeches/detail/whodirector-general-s-opening-remarks-at-the-media-briefing-on-covid-19%E2%80%9411-march-2020
https://www.who.int/dg/speeches/detail/whodirector-general-s-opening-remarks-at-the-media-briefing-on-covid-19%E2%80%9411-march-2020
https://www.who.int/dg/speeches/detail/whodirector-general-s-opening-remarks-at-the-media-briefing-on-covid-19%E2%80%9411-march-2020

	Abstract
	Abstract
	1.  Introduction
	2.  Methods
	2.1.  Participants and setting
	2.2.  Measures
	2.2.1.  Data collection
	2.2.2.  Data analysis


	3.  Results
	3.1.  Characteristics of the participants
	3.2.  Main themes
	3.2.1.  Deciding between living at home or in the residence center
	3.2.2.  Illness
	3.2.3.  In addition, some residents presented other health problems that also required hospital care and were affected by restrictions due to the coronavirus.
	3.2.4.  Protocols
	3.2.5.  Isolation
	3.2.6.  Distance
	3.2.7.  Communication


	4.  Discussion
	4.1.  Study limitations

	5.  Conclusions
	5.1.  Short biographical
	5.1.1.  Montserrat Puig Llobet

	5.2.  Montserrat Roca Roger
	5.3.  Teresa Nicolàs Silva
	5.4.  Gemma Pérez Gimenez
	5.5.  Zaida Agüera Imbernon
	5.6.  Maria Teresa Lluch Canut
	5.7.  Juan Roldán Merino
	5.8.  Carmen Moreno Arroyo
	5.9.  Marta Prats Arimon
	5.10.  Aurelia Sánchez Ortega
	5.11.  Xavier Domènech Mascaró
	5.12.  Miguel Angel Hidalgo Blanco
	5.13.  Antonio Moreno Poyato

	Acknowledgments
	Disclosure statement
	Funding
	Notes on contributors
	References

