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ORIGINAL ARTICLE

Vulnerable but stronger together: An interpretative phenomenological analysis
of the experiences of mothers of young adults with profound intellectual and
multiple disabilities during the COVID-19 pandemic
M. C. den Boer a, M. A. C. Voermansa,b and P. J. C. M. Embregts a

aTranzo, Tilburg School of Social and Behavioral Sciences, Tilburg University, Tilburg, The Netherlands; bAmarant, Healthcare Organisation for
People with Intellectual Disabilities, Tilburg, The Netherlands

ABSTRACT
Background:Mothers of young adults with profound intellectual and multiple disabilities that live
at home are less likely to be on the radar of formal services. We explored the experience of these
mothers over the course of the COVID-19 pandemic.
Methods: A qualitative study using three case studies. Transcripts were analysed using
Interpretative Phenomenological Analysis.
Results: Two overarching themes with various subthemes emerged. The first theme focuses on the
impact of being a mother of a young adult with profound intellectual and multiple disabilities who
lives at home during the COVID-19 pandemic. The second theme describes both the vulnerability
and resilience of the broader system, as well as its need to experience togetherness.
Conclusions: Families of a young adult with profound intellectual and multiple disabilities exhibit
both resilience and vulnerability during the COVID-19 pandemic, underscoring the importance to
support and promote the visibility of these families.
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Since its onset in late 2019, the COVID-19 pandemic
has profoundly impacted upon all segments of society.
People with intellectual disabilities are particularly vul-
nerable to the physical, mental, and social effects of the
pandemic (Courtenay & Perera, 2020; Doody & Keenan,
2021). Indeed, several studies have demonstrated how
the pandemic has negatively impacted upon the physical
health of people with intellectual disabilities, both in
terms of being at a higher risk of contracting COVID-
19 and having a higher mortality rate from it (Gleason
et al., 2021). Furthermore, people with intellectual dis-
abilities are at an increased risk of mental illness, lone-
liness, agitation, anxiety, and distress (Doody & Keenan,
2021). Apart from the negative impact of governmental
measures on people with intellectual disabilities (e.g.,
social isolation), these measures can furthermore be
difficult to understand, which in turn can also affect
their mental health (Courtenay & Perera, 2020).

Those with profound intellectual and multiple dis-
abilities have especially high prevalence rates of health
problems associated with poorer COVID-outcomes,
such as heart disease or respiratory disease (van Timme-
ren et al., 2017). Due to their profound intellectual

disabilities, severe neuromotor dysfunction, and attend-
ant medical problems, people with profound intellectual
and multiple disabilities depend on help from family
members and professional support staff (Kruithof
et al., 2020). In the Netherlands, care and support for
people with profound intellectual and multiple disabil-
ities is generally provided within a professional care set-
ting, with only a minority living in their family home
(Vugteveen et al., 2014). Even when living in their
family home, people with profound intellectual and
multiple disabilities rely on professional services, such
as day activity centres and respite care (Luijkx et al.,
2017). However, as a result of the COVID-19 measures,
these facilities were often closed or operating at reduced
capacity (Boeije et al., 2021; Doyle, 2021).

Closing professional services undoubtedly affected
parents, especially those whose children lived with them,
as they were unable to receive help with care (Courtenay
& Perera, 2020). Parents of individuals with profound
intellectual and multiple disabilities living at home are
less likely to be on the radar of formal services (Kruithof
et al., 2021). There is scarce knowledge about the pan-
demic’s impact upon this group of parents. Various studies
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have reported the experiences of parents with a child with
an intellectual disability living at home. Generally, parents
reported experiencing greater stress, pressure, and a
deterioration in their mental health or quality of life (Pau-
lauskaite et al., 2021), substantial and serious levels of
worry (Asbury et al., 2021; ten Brug et al., 2021) or even
significantly higher levels of anxiety and depression during
the first lockdown in comparison to carers of children
without intellectual disabilities (Willner et al., 2020).
Although some studies included parents with a child
with profound intellectual and multiple disabilities in
their sample (Embregts et al., 2021; Kim et al., 2021;
Patel et al., 2021), none of them aimed to provide specific
insight into this group’s experiences, and most solely
focused on the first lockdown or the initial stages of the
pandemic. However, although restrictions were eased
after the first lockdown, various restrictions remained in
place long after this first lockdown, and, in fact, various
countries introduced new lockdowns (European Commis-
sion, Joint Research Centre, 2021). Neece et al. (2020)
reported that parents of individuals with intellectual dis-
abilities expressed concerns over whether the measures
would continue for an extended period of time, including
concerns over finances, emotional concerns for themselves
and their children, and concerns about the lack of edu-
cational and developmental progress of their child. How-
ever, an in-depth understanding of the impact of the
COVID-19 pandemic upon parents of individuals with
profound intellectual and multiple disabilities as well as
the difficulties they may face as a consequence of the
long-lasting pandemic is lacking.

To gain insight into how the COVID-19 pandemic has
impacted upon these parents, we studied the experiences
of parents of young adults with profound intellectual and
multiple disabilities who live at home during the
COVID-19 pandemic. To gain an in-depth understand-
ing of their experiences, we conducted an Interpretative
Phenomenological Analysis (IPA) (Smith et al., 2009)
on a small sample, using three case studies. This study
aimed to explore how mothers of young adults (16–30
years) with profound intellectual and multiple disabilities
living at home experienced the pandemic, how the pan-
demic affected their wellbeing, that of their young adults
with profound intellectual and multiple disabilities and
their families, and how they and their families coped
during different phases of the pandemic.

Method

Participants

The participants were identified, informed, and
recruited to take part in the study by a contact person

in healthcare organisations affiliated with the Academic
Collaborative Centre Living with an Intellectual Disabil-
ity (Tilburg School of Social and Behavioral Sciences,
Tilburg University, the Netherlands). In line with prin-
ciples of IPA, participants were purposively sampled in
order to present a homogeneous sample (Pietkiewicz &
Smith, 2014). Mothers needed to have a young adult
with profound intellectual and multiple disabilities
who (I) lived at home prior to the pandemic, (II) was
living at home during the pandemic, and (III) was
aged 16–30 years. Three mothers, aged 47–57 years
(average 50.33 years), participated in this study. Demo-
graphic details and information about both the mothers
and their young adults’ family life were obtained during
the first interview and are shown in Table 1, using pseu-
donyms to ensure anonymity. All mothers had a daugh-
ter with profound intellectual and multiple disabilities
(reported as such by mothers themselves) that required
assistance with all personal care. Furthermore, all
mothers were the breadwinner in their families. At the
time of interviews, Emma and Iris were mostly working
from home, yet, when governmental measures per-
mitted, they were sometimes working in-office too.
Nina, who started her own catering company, prepared
meals at home and delivered them at her costumers’
place, meanwhile preventing physical contact with her
customers. Emma and Iris lived in nuclear families,
while Nina was divorced and living with a new partner
and two of her four children. Prior to the pandemic, all
mothers used professional services for their daughters
with profound intellectual and multiple disabilities.
After the closure of professional services during the
first lockdown, Emma and Iris began to use them
again during the Summer of 2020, whereas Nina
decided not to use professional services during the
period under consideration, as she was concerned
about the risk of her daughter getting infected with
the coronavirus.

Study design

An IPA framework was used in this study (Smith et al.,
2009). Data collection via semi-structured interviews
took place between 23rd November 2020 and 3rd May
2021. From 14th October to 15th December 2020, a par-
tial lockdown was in place in the Netherlands, which
included restrictions in daily visitors and group sizes,
closure of establishments serving food and drinks, and
mandatory wearing of masks in indoor places and on
public transport. From 16th December 2020 to 28th
April 2021, a stricter lockdown was introduced, which
included the closure of all non-essential shops, schools,
and indoor sporting venues. Furthermore, between 23rd
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January and 28th April, a night-time curfew was in
force. From 28th April onwards, restrictions gradually
lifted. As opposed to the first lockdown in March
2020, professional services generally remained open
during the entire period after the first lockdown. How-
ever, professional services could be temporarily closed
in case of shortage of staff due to infections or quaran-
tine. Furthermore, various preventive measures were in
place, e.g., usage of face masks, or limited or no possibi-
lities for handover at the start and the end of a day spent
at a day care centre.

Mothers were interviewed two or three times during
the study. The first interview with Nina and Emma took
place during the partial lockdown, while the first inter-
view with Iris occurred during the first weeks of the
strict lockdown. Due to the unforeseen strict lockdown,
Nina and Emma were interviewed again at the begin-
ning of the strict lockdown to also gain insight into
their experiences of this period. The final interview
took place in the final stage of the strict lockdown,
that is, April/beginning of May 2021.

Procedure

Ethical approval for the study was obtained from the
Ethics Review Board of Tilburg University (RP149).
With their consent, the first author contacted potential
participants by phone to check the inclusion criteria
and to further inform them about the study. If the
mothers expressed interest in participating, then an
information letter and informed consent form was
sent to them via email along with an appointment for
an interview.

Using an interview guide following IPA guidelines
(Smith et al., 2009), semi-structured interviews were

conducted. Interviews began as follows: “How are you
at this stage of the pandemic?”. A dialogue with the
mothers was established by using multiple open-ended
questions, including “How does daily life look like?”,
“How do you feel about the current situation?” and
“Who or what keeps you going?”. The interview guide
was used to ensure that the key topics were discussed,
while still remaining open to other issues being raised
by the participants. During the first interview, mothers
were specifically asked about their experiences during
the first stages of the pandemic. The interview guide
for this interview was based on an earlier study, inter-
viewing mothers caring for children with intellectual
disabilities during the initial stage of the pandemic
(Embregts et al., 2021). In subsequent interviews,
mothers were asked about their experiences during the
current stage of the pandemic. A similar interview
guide was used for these interviews, albeit supplemented
with topics relevant to the current stage of the pandemic
(e.g., implementation of new measures or the vacci-
nation program). The interview guide can be requested
from the corresponding author.

Interviews were conducted by the first author. Due to
governmental restrictions, interviews were conducted
via video calls using Microsoft Teams. Interviews were
recorded using the record function on this program
and transcribed verbatim. Due to an unstable internet
connection, one interview was conducted via telephone
and audio recorded. Interviews lasted on average 47.2
(range 26–65) minutes.

Analysis

Throughout the analysis, the stages described in the IPA
guidelines (Smith & Shinebourne, 2012) were carefully

Table 1. Demographic information of participating mothers and their child with profound intellectual and multiple disabilities (PIMD).

Mother’s
name

Mother’s
age

Type of
family

Number
of

children

Number of
children that

lived at
home during

the
pandemic

Name of
child
with
PIMD

Age of
child
with
PIMD

Level of
functioning

Additional
diagnosis

Type of
professional

services prior to
the COVID-19
pandemic

Type of
professional

services during
last interview

Nina 57 Divorced,
lives
together
with a
new
partner

4 2 Meghan 26 4 months Epilepsia, one
lung, blind

2 days at day-
care centre; 3
days activities
at home; in-
home care

None

Emma 47 Nuclear 1 1 Daisy 17 1.5 years Cerebral
palsy,
epilepsia

5 days at day-
care centre

5 days at day-
care centre

Iris 47 Nuclear 3 3 Johanna 19 6 months Epilepsia,
metabolic
disease,
rare
genetic
disease

5 days at day-
care centre;
in-home care

5 days at day-
care centre;
in-home care
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applied. The analysis was carried out via close
cooperation between two researchers (MB and MV).
Furthermore, a careful audit process involving the entire
research team (MB, MV, and PE) was built into each
stage of the analysis. After reading and re-reading the
transcripts, descriptive, linguistic, and conceptual com-
ments were made, which were carefully audited. From
these initial comments, emergent themes were devel-
oped and audited. In a subsequent meeting between
two researchers, connections across themes were ident-
ified. These steps were repeated for each respondent for
all interviews. Next, connections across themes within
one case were identified and carefully audited. Finally,
connections and patterns across cases were identified
by the entire research team. All decisions made during
the analysis were documented in a reflective journal.

Results

Two overarching themes with various subthemes
emerged from the analysis. The first theme, “My daugh-
ter’s health and a good life are my main priorities”,
focuses on the impact of being a mother of a young
adult with profound intellectual and multiple disabilities
who is living at home during the COVID-19 pandemic.
The second theme, “Vulnerable but stronger together:
my need for a sense of togetherness in the larger system
to which I, my daughter and my family belong,”
describes both the vulnerability and strength of the
broader systems that these mothers and daughters
belong to and the importance of togetherness for this
system to remain resolute.

My daughter’s health and a good life are my
main priorities

All of the mothers expressed that their daughters’ well-
being was their main priority during the pandemic. This
is addressed in the following subthemes.

Living in constant fear for my daughter’s health
All mothers reflected on their daughters’ vulnerability
and expressed fear that they would get infected and
become seriously ill, which appeared to be rooted in
their daughters’ earlier experiences or medical history.
For example, during an earlier period of serious illness,
Meghan was initially refused critical care as physicians
deemed that Meghan lacked perspective and quality of
life. Therefore, Nina feared that Meghan would again
be refused critical care if she became seriously ill from
the coronavirus, and thus she was determined to pre-
vent Meghan from getting infected.

Over time, the fear that their daughters would become
infected reduced. For Emma, this stemmed from the fact
that her family all coped surprisingly well after contract-
ing the coronavirus. Although Nina and Iris found some
effective coping strategies to deal with their fear, they are
eagerly awaiting their families to get vaccinated. How-
ever, despite their frailty, neither people with profound
intellectual andmultiple disabilities (PIMD) who are liv-
ing at home nor their family carers are prioritised for
vaccination in the Netherlands. Both Nina and Iris
thus feel unseen by the government and society:

The strange thing is that Johanna is not registered that
way. True, she is vulnerable, but she lives at home. So
she doesn’t live within the walls of the institution, and
if she did then she would be registered as vulnerable
and she would also be relatively high up the [vacci-
nation] schedule. But now she’s just another 18–65-
year-old living at home. And so she is put in that
scheme. (Iris)

However, Nina and Iris do not expect their fear to van-
ish once either everybody is vaccinated or the pandemic
ends. Rather, they noted that they will continue to
approach daily social situations, such as visiting a
shop, differently and with greater caution than they
did before.

Ensuring a meaningful and safe life for my
daughter: Never free from experiencing feelings of
guilt
Throughout the pandemic, the mothers strove to ensure
a safe and meaningful life for their daughters. However,
concerns over their daughters’ quality of life grew the
longer the restrictions went on. For example, the lack
of meaningful activities and social contact caused
Johanna to experience depressed feelings, which, in
turn, led Iris to worry about her quality of life. Indeed,
all the mothers recognised the importance of meaning-
ful activities for their daughters’ quality of life, which is
why they sought to ensure some continuation of these
activities. In some cases, mothers offered these activities
themselves, although they stressed that this was very
demanding for them. Emma, for instance, spoke of
how she struggled to balance work with her efforts to
provide her daughter with meaningful activities:

So you constantly feel like you’re not doing enough.
You want to be with your daughter to keep her busy,
to stimulate her, but you also have to work and I
found that combination very difficult. Yes. There was
a constant feeling of guilt, the feeling that you’re always
doing too little in both respects. In terms of work and in
terms of caring for your daughter. (Emma)

Some measures were lifted after the first lockdown,
which presented greater opportunities to provide
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meaningful activities for their daughters, but also posed
dilemmas for the mothers, insofar as they constantly
had to balance their daughters’ quality of life with the
risk of getting infected. Regardless of what choice the
mothers made, it was evident that either could result
in feelings of guilt. For example, despite the increased
risk of infection, Emma decided to let Daisy go to the
day activity centre again, because she knew this would
improve her wellbeing. However, Emma felt strong
guilt after her whole family got infected via the day
activity centre. Conversely, Nina had decided not to
restart professional services for her daughter, which
also resulted in feelings of having deprived Meghan.

Revaluing a good life: Meaningful in the eyes of my
daughter
All of the mothers spent more time with their daughters
as a result of the governmental measures. This literal
proximity to them enabled the mothers to better put
themselves in their daughters’ shoes, thus resulting in
new insights into what their daughters perceived as
being a good life. For example, Nina noticed that
Meghan really enjoyed simple activities with her sister:

And now I notice that she just really enjoys watching
television with [her sister] for example (…) Then I
think: well, that’s another activity, yes, that’s fine too.
(…) I always used to think that sitting in front of the tel-
evision was a bit, well, inferior. (Nina)

Iris also gained valuable insights into what was impor-
tant for her daughter. During the initial lockdown,
Johanna truly enjoyed spending more time together as
a family. However, Johanna soon experienced depressed
feelings, which led Iris to recognise the importance of
social contact beyond the family for Johanna. There-
after, she vowed to ensure that Johanna would get the
contact she needs, both during the pandemic and after.

My daughter’s health is central, but who am I and
what do I need?
Within a long-term severely restricted social context
with increased demands and responsibilities, the
mothers also began to reflect upon who they are and
what they need for themselves. For instance, Emma
expressed that she tries hard to balance her professional
and personal life. However, she became aware that her
own personal needs were not completely being fulfilled
in the long-term severely restricted social context of her
family:

Of course you are with your family. Yes, and I really like
to be able to do things outside of my family as well. I
need that too. Yes, to be in balance. (Emma)

While contact with people outside her family circle was
also valued by Iris, the pandemic caused Nina to criti-
cally assess her own forms of social contact, which
made her realise that many of her contacts are not so
valuable and that she could in fact live without them.

Vulnerable but stronger together: My need for a
sense of togetherness in the larger system to
which I, my daughter and my family belong

Initially, all the mothers were focused on protecting
their daughters’ safety and wellbeing. Over time,
mothers increasingly reflected on themselves but also
on the larger systems they belong to as well as the
importance of a sense of togetherness within this larger
system, especially within their family and in sharing care
with professionals. This is addressed in two subthemes.

A sense of togetherness within my family: We’re all
making sacrifices, but together we’re strong
Initially, everything was centred around protecting their
daughters with profound intellectual and multiple dis-
abilities, which required notable sacrifices from the
mothers and other family members, which were not
questioned at that time. However, new situations arose
when the measures were lifted. For example, whereas
Johanna at first suffered mostly from social isolation,
over time she became the one who spent the most
time away from home, while her family were still
restricted. This made Iris question the sacrifices her
family had to make for Johanna.

Maybe I find it even harder for them, especially the
middle one [daughter], (…) her social life is pretty
much gone, I think. Yes, she has a really tough time
and I might even look at that a little more, you know.
Johanna, she does go to day care, she does sleep over
(…) she does have a kind of life, if you know what I
mean. She can just go ahead and do things. So yes,
that kind of thing, that’s something we weigh up a
bit. (Iris)

At the same time, there appeared to be a strong sense of
togetherness in all the families. Indeed, the mothers
noted that their strong family bonds helped them to
cope during the pandemic. Moreover, the mothers
expressed that the resilience they had built up previously
by virtue of being a family with a child with profound
intellectual and multiple disabilities helped them cope
with the pandemic. Iris, for example, stressed that the
pandemic re-emphasised to her that her family was
her safe place, and that leniency, creativity, flexibility,
resilience, and responsibility were her family’s most
notable attributes that they had developed through
their family history. Emma also reported resilience as
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a key strength of her family, which helped them to cope
with the uncertainty of the pandemic.

Sharing care with professionals: The importance of
a sense of togetherness
All the mothers reflected on the role played by pro-
fessional services, both in terms of care and providing
meaningful activities for their daughters. For example,
due to the measures in the first lockdown, Nina was
forced to care for Meghan herself without any pro-
fessional support for the first time. Although this
made her appreciate caring for Meghan herself, she sta-
ted that she is looking forward to sharing this care with
professionals in the future. Emma felt that, prior to the
pandemic, she and her husband had mostly cared for
Daisy, but the forced closure of the day activity centre
led Emma to realise that they shared the care with the
professionals at the centre more than she initially
thought. Consequently, she became cognisant of the
fact that sharing care for Daisy with the day activity
centre was actually crucial for maintaining the balance
of her family. Iris had always felt that establishing a
sense of togetherness in collaboration with the pro-
fessionals who cared for Johanna was of critical impor-
tance. Before the pandemic, Iris managed to establish
this sense of togetherness. When Iris restarted pro-
fessional services for her daughter after the first lock-
down, she noticed that the longevity of the pandemic
and the measures had resulted in overburdened pro-
fessionals and some forced changes in care. Therefore,
she felt a reduced sense of togetherness with the pro-
fessional support staff and fears that this may be a last-
ing consequence of the pandemic:

Are we going to get back what we once had? You know,
we were getting there, or had already succeeded to a
large extent in sharing care. And yes, because that’s
gone now, I hope that won’t become the norm again,
that we won’t go back to the old intramural system,
so to speak, versus the outside world. (Iris)

Discussion

The present study explored the lived experiences of
mothers of young adults with profound intellectual
and multiple disabilities who were living at home during
the COVID-19 pandemic, providing valuable insights
into its impact upon these mothers and their families.
Within the long-term severely restricted social context
during the COVID-19 pandemic in the period of
March 2020–May 2021, the mothers strove to ensure a
meaningful life for their daughters with profound intel-
lectual and multiple disabilities, while, simultaneously,
protecting them from potential infection. This resulted

in increased demands and responsibilities for mothers,
which, in turn, caused real concern. However, the
mothers also drew strength from positive experiences,
such as enhanced proximity to their daughters, the
strength of their families, in terms of resilience and
responsibility, and a sense of togetherness, which helped
them to cope with the pandemic.

In line with other COVID-19 related studies on
parents of individuals with an intellectual disability
(Embregts et al., 2021; Kim et al., 2021), the mothers
in our study reported notable concern over their frail
daughters getting infected and becoming seriously ill.
Over time, they were able to cope with this fear and
make it less intrusive by accepting or anticipating it.
Furthermore, the start of the vaccination program in
the Netherlands in early 2021 brought mothers some
relief. Nevertheless, the mothers reported that their
fears did not fully subside, and that it would likely
become a way of life that impacts how they view
the world around them. Consequently, these concerns
may have long-term mental consequences. These
results are concordant with various studies expressing
concerns over the impact of the pandemic upon the
mental health of parents of people with intellectual
disabilities, and which highlighted the importance of
providing support to these parents during the initial
stage of the pandemic (Embregts et al., 2021; Kim
et al., 2021; Paulauskaite et al., 2021; Willner et al.,
2020). Our results emphasise that it remains critically
important to support these parents for as long as the
pandemic lasts.

Besides concerns, our study also highlights the abun-
dant strength and resilience of these families. Much like
Rogers et al.’s (2021) qualitative research, the mothers in
our study reflected upon how their family’s resilience
helped them develop effective strategies to cope with
the difficulties of the (longevity of) the pandemic. A
sense of togetherness within their families allowed
them to remain resolute, albeit the long-lasting conse-
quences of the pandemic challenged this togetherness
within their families. The longevity of the pandemic
requires family members to make sacrifices for the per-
son with profound intellectual and multiple disabilities
for extended periods of time, which, in turn, can pro-
foundly impact upon the quality of life of family mem-
bers. Therefore, it is not only important to support
parents; rather, as pre-pandemic studies show, the
entire family system must be supported to ensure a
good quality of life for all its members (Hastings,
2016; Seligman & Darling, 2017). This points towards
the importance of providing respite care to these
families, and emphasises the fact that authorities should
strive to ensure that these services remain accessible if
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and when future governmental measures are
implemented.

Another factor that is of paramount importance for the
quality of life experienced by families caring for people
with intellectual disabilities is the sense of feeling included
in society (Geuze & Goossensen, 2021). Many families
have reported experiencing stigma during the beginning
of the pandemic (Embregts et al., 2021; Rogers et al.,
2021; Vereijken et al., 2021) as well as the fear that people
with intellectual disabilities will be forgotten by the gov-
ernment when the pandemic unfolds (Silverman, 2020).
The latter was reported by the mothers in our study, as
neither people with profound intellectual and multiple
disabilities living at home nor their family carers were
prioritised for vaccination in the Netherlands, whereas
people with profound intellectual and multiple disabilities
living in residential care facilities were. This may exacer-
bate the feeling among parents caring for individuals
with profound intellectual and multiple disabilities living
at home that they are a “hidden group” (Doody, Markey,
& Doody, 2013; Ryan, Taggart, Truesdale-Kennedy, &
Slevin, 2014). The experiences reported in this study
underscore that, as the COVID-19 pandemic carries on,
it is vital to ensure that both people with profound intel-
lectual and multiple disabilities living at home and their
families will not remain hidden, either when it comes to
the vaccine strategy for booster vaccines or when imple-
menting further restrictions.

Limitations

The results of the present study should be interpreted in
light of several limitations. First, although Nina and
Emma were interviewed three times, Iris could only be
interviewed two times due to later enrolment in this
study and the sudden and unforeseen implementation
of the strict lockdown. Moreover, as the COVID-19
still endures, the study period spans only a part of the
pandemic. However, as we asked mothers to retrospec-
tively reflect on their previous experiences in the first
interview, we captured the experiences of mothers
over a large part of the pandemic (i.e., March 2020–
May 2021), which provides us with valuable insights
in the enduring impact of the pandemic on these
mothers and their families. In addition, the sample
size was relatively small due to the difficulties involved
in conducting this type of research when mothers are
experiencing such long-term care demands. However,
Smith et al. (2009) posit that a sample size of three par-
ticipants is actually methodologically appropriate, as a
distinctive feature of IPA is its commitment to detailed
analysis of a small sample size (Smith & Osborn, 2015).
Still, further research with more participants is needed.

Furthermore, although we purposively sampled
mothers in order to present a homogeneous sample,
there may have been slight differences between daugh-
ters that needs to be considered. For instance, at the
times of interviews, Daisy was at the stage of transition-
ing from child day care to adult day care, which was
experienced as an additional complicating factor in
times of the COVID-19. Moreover, we did not specify
care needs of daughters. Differences in care needs may
as well have impacted experiences of mothers.
Additionally, participants in this study were relatively
affluent and highly educated, and, therefore, their
experiences cannot be generalised to all parents caring
for young adults with profound intellectual and multiple
disabilities living at home. Therefore, future research
could also focus on the perspectives of less affluent
families or families from different ethnic backgrounds,
along with focusing on other family members, such as
fathers and siblings, as well as on carers of male
young adults with profound intellectual and multiple
disabilities or cares of young adults with different care
needs.

Conclusion

In closing, the present study provides valuable insights
into the experiences of mothers of young adults with
profound intellectual and multiple disabilities during
the COVID-19 pandemic. Our study revealed that
families of young adults with profound intellectual
and multiple disabilities living at home have exhibited
enormous strength and resilience during the crisis.
However, as these families are subjected to many con-
cerns, including concerns about their frail daughters
and the quality of life of their families, these families
remain vulnerable, thus underscoring the importance
of continued efforts to both support and promote the
visibility of this group.
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