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1  |  INTRODUC TION

‘Lockdown’ restrictions were introduced across the United Kingdom 
(UK) as a response to the rapid spread of the Covid-19 coronavirus. 
On 16th March 2020, the Health Secretary announced the require-
ment for all unnecessary social contact to end. These restrictions 
were formalised in the Health Protection (Coronavirus, Restrictions) 
(England) Regulations (UK Government, 2020), which came into 
force on the 26th March 2020. All but essential businesses and ac-
tivities were closed, households had to significantly restrict their 

contact with others, and most people could only leave their home 
for essential activities, such as work. Meetings between more than 
two people in public places were banned and people were only able 
to exercise outside once a day. Vulnerable people were also asked to 
‘shield’ by staying at home (UK Government, 2020).

Research suggests that people with an intellectual disability are 
more vulnerable to Covid-19 and its associated restrictions. A re-
view by Public Health England (2020), conducted between February 
and June 2020, indicated that the estimated Covid-19 death rate for 
people with an intellectual disability was between 3.1 and 3.6 times 

Received: 29 October 2020  | Revised: 6 January 2021  | Accepted: 12 January 2021

DOI: 10.1111/jar.12859  

O R I G I N A L  A R T I C L E

‘It's been adapted rather than impacted’: A qualitative 
evaluation of the impact of Covid-19 restrictions on the 
positive behavioural support of people with an intellectual 
disability and/or autism

Karen McKenzie1  |   George C. Murray1,2 |   Rachel Martin1

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, 
provided the original work is properly cited.
© 2021 The Authors. Journal of Applied Research in Intellectual Disabilities published by John Wiley & Sons Ltd.

1Department of Psychology, Northumbria 
University, Newcastle Upon Tyne, UK
2NHS Lothian, Edinburgh, UK

Correspondence
Karen McKenzie, Department of 
Psychology, Northumbria University, City 
Campus, Newcastle upon Tyne, NE1 8ST, 
UK.
Email: k.mckenzie@northumbria.ac.uk

Funding information
The project was funded by Middlesbrough 
Council on behalf of Tees Local 
Authorities, NHS England North East and 
Cumbria, South Tyneside CCG on behalf of 
regional CCGs.

Abstract
Background: We used a qualitative approach to explore the experiences of social care 
staff regarding the provision of positive behavioural support (PBS) to people with an 
intellectual disability at the height of the Covid-19 restrictions.
Method: We conducted semi-structured interviews with 19 staff who had recently 
completed a PBS workforce development programme. Data were analysed using the-
matic analysis.
Results: Three themes were identified in the context of the restrictions: The chal-
lenges to maintaining quality of life and PBS of the people being supported and staff 
attempts to overcome these; the ways in which PBS and behaviour support plans 
were implemented and the impact on behaviours that challenge; the ways in which 
PBS principles were applied at organisational levels to help to understand and address 
staff stress and distress.
Conclusions: Overall, the staff identified many unexpected benefits of the restric-
tions. The results are discussed in the context of the study limitations.

K E Y W O R D S
behaviours that challenge, covid-19, intellectual disability, positive behavioural support, 
qualitative, quality of life

mailto:
https://orcid.org/0000-0002-0400-416X
http://creativecommons.org/licenses/by/4.0/
mailto:k.mckenzie@northumbria.ac.uk


1090  |   
Published for the British Institute of Learning Disabilities  

MCKENZIE Et al.

that for the general population, when taking account of under-re-
porting and depending on the source of the data.

This may be because people with an intellectual disability are 
more likely to have existing health conditions that may place them 
at increased risk (Emerson et al., 2016), such as respiratory disease 
(Turk et al., 2020); they are more likely to live in settings with larger 
groups of people (Landes et al., 2020); and they are more likely to 
require physical contact to help them with activities such as personal 
care (Boyle et al., 2020).

A number of authors have also reported concerns that the Covid-
19 restrictions are likely to be particularly detrimental for people 
with an intellectual disability (e.g. Courtenay & Perera, 2020; Grier 
et al., 2020; Johnson et al., 2020). By definition, people with an intel-
lectual disability have difficulty with their cognitive and daily living 
skills (American Psychiatric Association, 2013) and as a result, fre-
quently rely on others to access activities and maintain relationships 
(Courtenay, 2020). The digital divide (McKenzie, 2007) means that 
many people with an intellectual disability may be unfamiliar with 
the use of online technology as a means of making and sustaining 
contact with others, a mode of communication relied on much more 
during ‘lockdown’ (Zaagsma et al., 2020). Many rely on routine, struc-
ture and predictability to help them to make sense of and navigate 
their daily lives. In addition, they may have difficulty fully under-
standing the reasons for the restrictions that have been placed on 
their lives and disrupted their routines (Courtenay & Perera, 2020).

It has been suggested that the restrictions are likely to cause 
increased confusion and distress for many people with an intellec-
tual disability (Grier et al., 2020). There has also been some research 
indicating the negative impact on the mental health, forward plan-
ning and coordination tasks of social care staff working under these 
circumstances (Embregts et al., 2020). In combination, this may re-
sult in increases in behaviours that challenge (Courtenay & Perera, 
2020). The research into this is limited, although Schuengel et al. 
(2020) did report an increase in incidents reports of aggression in 
the Netherlands, as the restrictions there continued. Behaviours 
that challenge are relatively common in people with an intellectual 
disability, with recent figures suggesting that they are displayed by 
about 18% of people who are known to services (Bowring et al., 
2019) and are considered to serve a function for the person in ex-
pressing an unmet need (Gore et al., 2013).

Positive behavioural support (PBS) is increasingly being used 
as a way to reduce the need for people to display behaviours that 
challenge by helping to ensure that the person has individualised 
support that promotes quality of life through meaningful activities 
and relationships, reflects their preferences and enhances their skills 
(Gore et al., 2013). Active support, which provides targeted support, 
based on an assessment of the individual's strengths and needs is 
seen as one way of achieving this (e.g. Ockenden et al., 2014). PBS 
also uses behaviour analysis to assess and identify the function of 
behaviours that challenge when they do occur. This information is 
used to develop proactive approaches that aim to reduce the oc-
currence of the behaviour, including helping the person develop 
more adaptive functionally equivalent behaviours, and reactive 

approaches to maintain safety when behaviours that challenge do 
occur (Gore et al., 2013).

A recent workforce development approach in the North East of 
England included the free provision of accredited university pro-
grammes to social care staff across the region. This programme was 
developed and delivered in conjunction with colleagues in the NHS, 
following a region wide scoping exercise. This highlighted the need 
for a practice-based approach to workforce development that was 
standardised, accredited, provided transferable qualifications and 
competencies that were relevant to the particular role of the individ-
ual (see McKenzie, McNall, et al., 2020 for details).

The programme provided online and face to face teaching, 
combined with workplace coaching, support and supervision (see 
McKenzie, Martin, et al., 2020 for details). The approach was de-
livered based on a tiered cascade model, with organisational leads 
being supported by the programme staff to provide support and su-
pervision to PBS facilitators within their organisation, who in turn 
provided this to front line staff. As part of the evaluation of the 
approach, data were gathered prior to staff commencing the pro-
gramme, immediately after, and three months after they completed 
it. The last time point coincided with the Covid-19 restrictions. This 
provided the opportunity to explore in some detail the experiences 
of the staff when trying to provide PBS in the context of these re-
strictions. The study addressed the question: ‘what is the impact of 
the Covid-19 restrictions on the provision of PBS in social care set-
tings to people with an intellectual disability?’.

2  |  METHODS

2.1  |  Design and ethics

The study adopted a qualitative approach, using a purposive sample 
of staff who had completed the PBS programme. Data were gath-
ered via semi-structured phone interviews, conducted between 3rd 
April and 28th May 2020. The study context was an exploration of 
the impact of the Covid-19 restrictions on staff in the North East of 
England, who had attended the PBS programme, and their ability to 
provide PBS. Ethical approval for the study was granted by the first 
author's university ethics panel.

2.2  |  Participants

The study had 19 participants who represented 19 organisations. 
Participants were included if they were adults, had completed the 
PBS programme, consented to take part and worked in a social care 
setting supporting people with an intellectual disability and/or au-
tism. Four participants were male and 15 were female. Ages ranged 
between 19 and 60 and all were white British (see Table 1 for fur-
ther details). Participants had one of the following PBS qualifica-
tions: Postgraduate Certificate/Advanced Diploma in Leading PBS, 
Certificate in Facilitating PBS in teams, or Award of competence in 
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PBS. The first was undertaken by organisational leads/senior staff, 
the second by staff such as team leaders, who both offered direct 
support and led teams within services, the third by those whose role 
was primarily to provide direct support. The first and second awards 
were based on the successful completion of three modules, and the 
third award was based on completing two modules. Each module 
lasted for 3 months and covered topics such as functional based as-
sessment, skills teaching and active support (see McKenzie, Martin, 
et al., 2020 for further details).

2.3  |  Procedure

Participants were recruited via existing contact details and were 
chosen to represent a mix of different organisations (local, regional 
and national) and different roles within the organisations. They were 
initially contacted by phone and provided with information about 
the study. If they consented to take part, a suitable time was ar-
ranged to conduct the phone interview.

An interview schedule was used to ensure consistency in the key 
areas that were covered, while still enabling themes that were rel-
evant to particular participants to be explored. This was designed 
to address areas that are key components of PBS (e.g. Gore et al., 
2013) and which had been explored in the wider evaluation study 

(McKenzie, Martin, et al., 2020). It included questions about the 
impact of Covid-19 on the quality of life, activities, behaviours that 
challenge and relationships of the people with an intellectual dis-
ability who were being supported by the participants. In addition, 
participants were asked about the impact on staff stress, their ability 
to implement PBS and behaviour support plans in practice, and the 
role (if any) of PBS in helping them cope with the negative impact 
of the restrictions. These interviews were recorded, subsequently 
transcribed and analysed as outlined below.

2.4  |  Data analysis

Data were analysed using thematic analysis (Braun & Clarke, 2006). 
This approach was chosen because it is flexible and enables insights 
into the subjective perspectives of multiple participants (Nowell 
et al., 2017). It does not require the researcher to hold a specific 
theoretical position, although Braun and Clarke (2020) note that this 
does not mean that it exists in a ‘theoretical vacuum’ (p18). The re-
search team adopted a constructivist approach. The first and second 
authors (who undertook the data analysis) were both experienced 
researchers and clinical psychologists who have worked with peo-
ple with an intellectual disability for over 30 years. The interviews 
were conducted by an experienced research assistant/psychology 

Participant Age Gender Role
Nature of 
organisation

1 49 F Registered manager/
director

Local

2 45 F Bank staff nurse Local

3 19 F Customer care 
co-ordinator

Local

4 37 F Team leader Local

5 45 F National practice 
development lead

National

6 39 F Head of PBS practice 
design

National

7 57 M Regional PBS lead National

8 43 F Area manager Local

9 52 F Senior care support Local

10 50 F Day service manager Local

11 28 F Therapeutic services 
manager

Local

12 55 F Staff development 
manager

Local

13 52 F Psychologist National

14 39 F Head of service National

15 60 M Support worker Local

16 41 M Team manager Regional

17 55 F Area manager National

18 30 M Registered manager Local

19 41 F Performance coach National

TA B L E  1  Information about 
participants
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graduate. All authors had worked on the wider PBS evaluation 
project but were not involved in the design or delivery of the PBS 
programme.

The guidance provided by Braun and Clarke (2006, 2020) was 
followed during the process of data analysis. The individual tran-
scripts were read in detail and considered as a single set of data. 
Sections from each interview were combined under initial codes as 
a first to developing relevant themes. Any potentially identifying in-
formation was removed or altered at this stage. These initial codes 
were then combined to create themes and associated subthemes 
relevant across all interviews. These were shared with the research 
assistant, as the person who had conducted the interviews, to en-
sure that they were coherent, consistent and relevant. Examples of 
quotes were then chosen to illustrate the themes and subthemes.

A summary of the results was shared with participants, and they 
were invited to provide feedback. This was to ensure that our inter-
pretation of the information provided in the interviews reflected their 
own perspectives and experiences. We did not receive any requests 
to amend the results or any feedback indicating that they were invalid.

3  |  RESULTS

The analysis identified three main themes and associated sub-
themes, as summarised in Table 2.

3.1  |  Theme 1: ‘It's been adapted rather than 
impacted’

The first theme explored some of the challenges that staff faced in 
maintaining the quality of life and PBS of the people they supported 
and their attempts to overcome these.

3.1.1  |  Subtheme 1: Structure, routine and 
predictability

Many participants highlighted the importance of maintaining the 
routines and structure of the people they supported and described 

the ways in which these were compromised. The Covid-19 restric-
tions particularly impacted on external, community-based activities. 
The staff attempted to sustain meaningful activities by replicating 
them within the home: ‘It's been adapted rather than impacted… 
say a person has an art session or a cookery session, that's normally 
out in the community, they've created that structure at home’ (P7). 
There were many attempts to use the new circumstances in positive 
ways to teach new skills or consolidate existing ones, particularly 
around hygiene: ‘It actually encourages people to start being more 
focussed on their own personal hygiene and their own health’ (P11).

There was also an increased focus on active support as a comple-
mentary approach to PBS: ‘On the majority of levels, it's been a pos-
itive impact, I suppose more so in respect to active support which 
obviously leads into the PBS’ (P7), and turning what might have been 
previously seen as mundane tasks into more meaningful activities: 
‘We've been trying to do active support, even if it's just getting 
someone to just undue a button on a coat or take a coat off’ (P15).

3.1.2  |  Subtheme 2: ‘We can't recreate family’

The importance of social relationships for the quality of life of the 
people being supported was also recognised and staff explored ways 
in which these could be maintained as much as possible: ‘We've done 
a lot around facilitating contact with families via other methods’ 
(P13). Staff worked hard to achieve these social interactions using 
technological solutions: ‘So we are looking at different ways we can 
get family involved…now that we have Skype and we have clients 
who've bought iPads and things and tablets’ (P14). There was a rec-
ognition, however, that this was only a partial substitute for face to 
face contact and physical affection: ‘We can't recreate family in that 
sense if people are missing their loved one and getting hugs from 
mum and dad, we can create other situations that will give them 
something like that hopefully, give them that warm feeling, set up 
Skype calls, telephone calls’ (P17).

The restrictions increased the time that staff and those they sup-
ported spent with each other. This increased contact was often de-
scribed as creating stronger relationships between people: ‘There's 
definitely quite a few people that I'm aware of who seem to be en-
gaging more meaningfully with staff, with peers who they live with…

TA B L E  2  Themes and associated subthemes

Theme Description Associated subthemes

‘It's been adapted rather than 
impacted’

Explores the barriers that the Covid−19 restrictions placed on the 
routines and activities that had previously contributed to the 
quality of life of those being supported and the ways in which 
staff tried to address these

‘Structure, routine and 
predictability’

‘We can't recreate family’

‘Everything's the same but it's not 
quite the same’

Explores the ways in which staff attempted to sustain PBS and 
implement behaviour support plans in the face of the restrictions 
and how this impacted on behaviours that challenge.

‘Stayed pretty even’

‘There's some learning in that’

‘In practice, it's simple. In theory, it 
sounds like we've changed the 
world’

Explores the ways in which PBS principles were applied at wider 
organisational levels to support staff.

‘We're asking people to risk their 
health’

‘There's a presence everywhere’
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and it's leading to more positive outcomes for them’ (P11). It pro-
vided an opportunity for some people to learn to feel comfortable 
with and trust a new staff team: ‘She was…not getting to know the 
staff and being quite wary of us…her relationship now with the staff 
has massively increased because of course she's had to spend time 
with the staff’ (P13).

The restrictions also created a sense of belongingness, resulting 
in people sharing more activities, such as taking their meals together: 
‘There's a bit more of a communal aspect and not an enforced one 
in the sense that we're making people eat together… it's a coming 
together for people in a natural way’ (P17).

3.2  |  Theme 2: ‘Everything's the same but it's not 
quite the same’

This theme explored how Covid-19 restrictions affected the ways in 
which PBS and behaviour support plans were implemented and the 
behaviours that challenge of some of those people who were being 
supported.

3.2.1  |  Subtheme 1: ‘Stayed pretty even’

For most, the ways in which support was delivered and the associated 
behaviour support plans were implemented were relatively unchanged: 
‘The behaviour support plans are still in place and they've still been 
implemented’ (P1). The main impact was because of the restricted ac-
cess to community activities, and the requirements to maintain a social 
distance. The latter impacted on anything that required physical con-
tact, such as responding to affection: ‘He wants to hold hands. You try 
to have social distancing without sort of letting him know why’ (P15); 
providing physical support, for example with personal care: ‘the staff 
need to be there, obviously near people, to support them’ (P14); and 
physical intervention. It was recognised that there might be a need for 
some adaptations in light of this: ‘it's about…changing the support plan 
to adapt to the situation that we're in’ (P7).

Many services had taken proactive steps and adjusted behaviour 
support plans in anticipation of the lockdown restrictions. In some 
cases, this involved withdrawing and replacing activities over a 
longer period: ‘so instead of suddenly saying “oh you can't go any-
where”, we gradually did it over three weeks before anybody was 
locked down’ (P1), and planning ahead to ensure that the resources 
that were needed were in place when full lockdown occurred: ‘…so 
getting the extra resources for people in the service to be able to do 
things at home’ (P6).

Perhaps because of the maintenance of PBS and the behaviour 
support plans, few participants reported increases in behaviours 
that challenged: ‘…pretty much everything has stayed pretty even’ 
(P6) and many reported a decrease. This was frequently attributed 
to the new skills and understanding that staff had learned on the 
PBS programmes:

It's enabled our staff to…understand that behaviours 
happen for a reason …it's changed staff's attitudes 
and beliefs and then from that we've been able to 
respond differently…which has then reduced the be-
haviours that challenge 

(P1)

In addition, the reduction in activities and social interactions had 
reduced demands on those being supported: ‘there's been less be-
haviours that challenge based on there's been less pressure put on ser-
vice users’ (P1) and on staff: ‘Some of the demands have been removed 
off people, both staff and residents.’ (P5).

Where increases in behaviours that challenge had occurred, this 
was frequently attributed to the difficulty that the person being sup-
ported had in fully understanding why their routines had changed: 
‘We're seeing an increased number of behaviours because people 
just don't understand why things are changing’ (P18). At times, staff 
avoided providing full explanations for changes in order to reduce 
the person's stress: ‘Everything's the same but it's not quite the 
same…he just knows somethings different, but we don't tell him 
what's different…he'd just sort of say you're gunna die, you're gunna 
die… it would also get him stressed out’ (P15). In this case, some 
information was withheld about why so many of the rooms in the 
service were empty and unstaffed, to avoid the person becoming 
anxious about the health of the staff member.

Where behaviours that challenge did occur, the staff were able 
to use their PBS learning to assess and intervene quickly to reduce it:

We're continually monitoring, recording any incidents 
that do occur so that we can still try and spot any 
trends and patterns and see what the kind of triggers 
are and if there is anything that we can do to, to mini-
mise the impact of those 

(P11)

3.2.2  |  Subtheme 2: ‘There's some learning in that’

The stripped down nature of many people's lives often allowed the 
function of a person's behaviour to become more apparent: ‘I think 
we've been able to pinpoint more behaviours, like the function of 
the behaviour’ (P3). Activities that people had previously habitually 
undertaken prior to the restrictions were seen as potentially detri-
mental and as needing to be managed differently when the restric-
tions eased: ‘She [before lockdown] goes to see all her friends, yet 
actually what I think is transpiring is it's probably an absolute trigger 
centre…She's a lot calmer, so I think there's some learning in that’ 
(P17). Similarly, the living situations of some people were seen as 
having contributed to past behaviours that challenge:

She moved into a house with another two ladies, 
those two ladies have gone home during the lockdown 
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period and…she's a lot more happier so obviously 
when this is over, we need to look at that situation 

(P12)

Many participants felt that the restrictions had led to an increased 
rate of change because the staff were experiencing the results of PBS 
directly and over a shorter time period: ‘It probably would have taken us 
months and months to train people in active support and get them to un-
derstand the value of engagement, whereas they've done this in a week’ 
(P19). This also contributed to a more rapid and wider culture change in 
respect of PBS for some organisations: ‘I think we've managed to do in 
the last couple of months some culture change that I think would have 
taken me a year and a half’ (P6), with the changes occurring as a natural 
consequence of the restrictions: ‘If anything it's pushed staff into more 
active support than they did before without realising it’ (P5). Overall, the 
restrictions were seen by many as having had many unexpected benefits:

I think that it's been an opportunity to really think 
about what's going on and how people are given 
choice in their quality of life, what other alternatives 
to normal activities can staff create, so on the major-
ity of levels, it's been a positive impact 

(P7)

3.3  |  Theme 3: ‘In practice, it's simple. in theory, it 
sounds like we've changed the world’

As well as using aspects of PBS to help minimise the negative impact 
of Covid-19 restrictions on those being supported, there was also 
evidence of the principles being used at a systems level. This theme 
explores the ways in which PBS principles were applied at organisa-
tional levels to help to understand and address the stress that the 
staff were experiencing while working under Covid-19 restrictions.

3.3.1  |  Subtheme 1: ‘We're asking people to 
risk their health’

Many participants reported that staff initially experienced high lev-
els of anxiety: ‘I think initially …everybody went into sheer panic.’ 
(P12). PBS was seen as helping the participants to understand the 
anxieties of their staff and colleagues and support them, in turn, to 
understand the perspective of people with an intellectual disability:

It [PBS] gives you an outlook of how somebody who 
needs that support and it emphasises the importance 
of where your values needs to be…people having an 
understanding of the overall impact on someone's life 

(P18)

There was a recognition of the level of risk that staff were placing 
themselves under: ‘We're asking people to risk their health and their 

lives and go into a service’ (P6), and that this led to anxiety: ‘From the 
staff point of view, we're having lots of issues of people's own sort of 
worries about their safety, their family's safety’ (P18). While recognis-
ing the risk, very few participants directly mentioned concern about 
catching Covid-19. When this fear was expressed, it was mainly in the 
context of potentially passing the virus on to those they supported: 
‘the staff were frightened in case they brought something into the 
homes and one of our service users became poorly’ (P1).

3.3.2  |  Subtheme 2: ‘There's a presence 
everywhere’

All the organisations had introduced additional staff support meas-
ures. These were frequently presented as being within the context 
of PBS principles, values and culture: ‘We are doing twice weekly 
welfare calls with staff and that's kind of all part of that PBS culture 
of “we're here, we're supporting you, if you do feel scared or you've 
got any issues, you can come to us at any point”’ (P14). Staff also 
used their experiences on the PBS programme to directly influence 
strategic responses to Covid-19 within their organisation: ‘I'm on our 
COVID response group…because of that we've planned our organi-
sational strategy to include that [PBS] and it's been something that's 
been talked about at every single meeting and I think before I did this 
course, I wouldn't have fought for it as much as I have’ (P6).

The cascade model on which the PBS programme was designed 
and delivered was also seen as very beneficial in ensuring that all 
services in the region could draw on support from someone with 
PBS skills:

We've now got people embedded in the majority of 
the services who have participated in some way with 
the programme. There's a presence everywhere which 
I think has created the consistency in the approach 

(P11)

The changed circumstances also provided greater opportuni-
ties for modelling good practice and work-based coaching: ‘the team 
leader…they're actually there seeing them work and able to give advice 
and, you know, be proactive’ (P12).

The PBS emphasis on functional understanding and proactive 
approaches was also seen as particularly helpful under the circum-
stances of the pandemic:

That idea of being more proactive, looking at the envi-
ronment, looking at the normal antecedents, what we 
know about that person, and anticipating the kind of 
antecedents that are bound to come up 

(P17)

This proactive approach had been operationalised by some 
organisations through the introduction of supportive measures in 
anticipation of lockdown: ‘We started a lot of the prework weeks 
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and weeks before lockdown happened, so we made sure there was 
pastoral support sessions in place’ (P6). There were opportunities 
for staff to take a break from work: ‘Those staff that we have rec-
ognised have been feeling a bit more stress that normal, we've 
asked if they want to…spend a bit of time out of work’ (P12) and 
the introduction of a range of staff activities: ‘We've got virtual 
choirs, we've got a virtual book club… we have weekly Skype calls 
where we do a bit of fun and games’ (P14). Staff teams also sup-
ported each other informally, and many drew on their own PBS 
learning to help with this: ‘I did a few things off the PBS course 
like some things around wellbeing and…a values game just to help 
them focus again about what's important at work’ (P13). Many 
also used the community of practice developed from the PBS pro-
gramme to gain support for themselves: ‘We still do our meetings 
with the rest of the people who did the [programme], which has 
been fantastic…it's good for like informal supervision as well be-
tween you as a team’ (P1).

While participants generally felt supported by their organisa-
tions, peers and wider staff teams, some were critical of the sup-
port and guidance offered at government level: ‘The guidelines and 
the protocols change every single day’ (P9). This was felt to lead 
to inconsistent approaches: ‘We have to interpret that ourselves…
another service… was doing a different thing with the same guid-
ance’ (P14). It was also felt that the specific needs of people with 
an intellectual disability were being overlooked in government 
guidance: ‘There's not enough recognition in the guidance nation-
ally, actually the impact of how we support people with a learning 
disability’ (P5).

Some social care staff felt undervalued. This was exemplified 
by the public clapping regularly to show their appreciation of the 
NHS, rather than social care staff, at the start of the pandemic: ‘At 
the beginning…social care was just forgotten. There was all the clap-
ping… the clap for the NHS and how brilliant the NHS was, but I don't 
think that it was ever recognised that social care and how difficult it 
was’ (P1). When this was extended to clapping for all carers, there 
was some cynicism that the appreciation would subsequently be 
matched by better pay for staff: ‘Now there's people outside clap-
ping for us and when this is all over, we'll go back to just being on 
minimum wage and forgotten about’ (P16).

4  |  DISCUSSION

The research explored the impact of Covid-19 restrictions on the 
ability of staff to provide PBS. While the participants articulated a 
number of challenges to this, in particular because of changes to the 
routines, activities and direct contact with friends and family of the 
people they supported, the overwhelming message was that staff 
had adapted to ensure that PBS was still provided.

Despite concerns being expressed in the literature that the 
Covid-19 restrictions would have a significant negative impact 
on quality of life and behaviours that challenge (e.g. Courtenay & 
Perera, 2020), few participants in the present study reported that 

this was the case. The staff described many ways in which they had 
attempted to maintain the quality of life of those they supported 
and used proactive, pre-planning to ensure that people with an intel-
lectual disability engaged in meaningful activities and had ongoing 
contact with loved ones.

The latter was often achieved by using online technology. 
Previous research has indicated a digital divide, with people with 
an intellectual disability being less likely to use online technology 
and resources (McKenzie, 2007). The present research suggests that 
this is not inevitable. Indeed, research in the Netherlands found that 
people with an intellectual disability increased their use of online 
systems for support during the Covid-19 restrictions (Zaagsma et al., 
2020).

Few participants reported an increase in behaviours that chal-
lenge. Where this did occur, it was often linked to the difficulty 
that the person had in understanding the reasons for changes in 
their routines and activities. In some cases, staff were concerned 
that a full explanation would cause the person distress and used 
omission, that is, withholding some information, as a way of avoid-
ing this. Omission is an example of a ‘therapeutic untruth’ that 
is, an untruth used in the best interest of the person. The use of 
therapeutic untruths has been found to be common in intellectual 
disability services, with over 96% of social care staff in one study 
reporting using them (McKenzie et al., 2021). They are, however, 
frequently used in the absence of formal guidance, raising con-
cerns about whether they are always used in ways that are ethi-
cal and effective. This also highlights the need to further explore 
the use of therapeutic untruths in a PBS context (McKenzie et al., 
2021). The development of accessible information about Covid-19 
for use by staff supporting people with an intellectual disability 
(e.g. Mencap, 2020) may also make it easier for them to explain 
relevant concepts.

Many participants reported a decrease in behaviours that chal-
lenge. This was generally attributed to the staff implementing their 
PBS knowledge in practice and identifying causes of behaviour that 
had previously been less apparent—such as the demands of visiting 
a friend or living with others. In a few cases, the new circumstances 
brought evidence to light that was not previously available and al-
lowed the participants to review and adapt their current approaches 
in light of these, both of which are important aspects of PBS (PBS 
Coalition, 2015). The Covid-19 restrictions also provided an oppor-
tunity to reflect on the preferences and needs of the person being 
supported. In some cases, it may be that what is thought to pro-
vide an engaging, active and socially valid lifestyle, actually places 
excessive demands on the person and contributes to the expres-
sion of behaviours that challenge. To date, very little research has 
been conducted into the impact of the restrictions on behaviours 
that challenge. Schuengel et al. (2020) found an initial fall in reports 
of incidents of aggression at the start of the Covid-19 restrictions. 
These subsequently increased but did not exceed the range that was 
reported in the period prior to the restrictions.

The participants also cited ways in which PBS principles had 
been applied at organisational level to help understand and address 
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staff stress. This included the proactive, pre-planned introduction 
of staff support measures, and trying to ensure that all services had 
access to someone with PBS knowledge and expertise. The partici-
pants appeared to feel valued and supported by their colleagues and 
organisations, if not by the government and the wider public.

The importance of social care staff and the need for them to 
have protection and guidance that parallels that provided for health 
care staff have recently been highlighted (e.g. Grier et al., 2020). 
Participants in our own study and in that by Embregts et al. (2020) 
have, however, expressed frustration at government responses, dis-
appointment that social care did not seem to be appreciated as much 
as health care staff. There was also concern at the limited specific 
guidance in relation to people with an intellectual disability.

The participants in both studies also reported similarities in terms 
of the need for creativity to deal with the challenges of the Covid-19 
restrictions, the practical difficulties of being unable to maintain so-
cial distance when providing direct support, and the importance of 
collaboration and connectedness with others. There were, however, 
also some marked differences. Embregts et al. (2020) found that 
staff used more individualistic coping strategies, such as focusing 
on their work. There was less evidence of the formal, organisational 
staff support strategies that were reported in the current study. 
Embregts et al. (2020) also found that staff had a focus on day to day 
support, leading to concerns about the quality of support in the lon-
ger term. By contrast, our participants continued to implement PBS 
and related behaviour support plans, to use proactive approaches, 
and to reflect on lessons that could be learned and acted upon in the 
aftermath of the restrictions.

In conclusion, while the staff in our study clearly experienced 
the stress and challenges of working under Covid-19 restrictions, 
the majority had a positive focus and could articulate many unex-
pected benefits of their new working conditions. They continued to 
provide PBS and adhere to behaviour support plans, using creative 
methods to adapt them when required. PBS has been identified as a 
multi-component framework that combines many elements to pro-
vide an effective, systemic approach (Gore et al., 2013) and many 
staff articulated, either directly or indirectly, the ways that PBS prin-
ciples had helped them to cope with the new circumstances, at indi-
vidual, team and organisational levels.

The study did have limitations. The participants were from organ-
isations in the North East of England and all had recently completed 
a PBS programme. Research with participants from different geo-
graphical locations may have yielded different results. The research 
team was involved in the wider evaluation of the PBS approach in 
the area and had had some prior contact with the participants. This 
may have influenced both the participants’ responses and the re-
searchers’ interpretation of those responses.

The participants worked for organisations that supported peo-
ple with an intellectual disability and/or autism. There were, how-
ever, no themes identified that were specific to people with autism. 
This may be because the participants mainly supported people with 
an intellectual disability. Research suggests that people with au-
tism, who do not have an intellectual disability, can also experience 

difficulties with understanding and dealing with the changes in rou-
tines and activities related to the Covid-19-related restrictions. This 
can result in changes in behaviour and increased anxiety in the per-
son and parent/carer, similar to those described in the present study 
(see Mutluer et al., 2020). They may also, however, face specific chal-
lenges that differ from those that were highlighted in the present 
study. Further research is needed to explore this.

An additional issue is that, because the aim of the study was to 
explore the subjective views of participants, rather than focus on 
measurable indices of change, there are many factors that could 
have influenced these views. The sample size was relatively small 
and participants held different PBS qualifications and roles within 
organisations. These ranged from leading an organisation to pro-
viding direct support. As a result, they were likely to have had 
different levels of involvement in writing behaviour support plans 
and using their PBS knowledge to implement them in practice. This 
may have influenced their views about the impact of the PBS pro-
gramme on themselves, their colleagues and the people they sup-
ported. It may also be that participating in any form of programme 
that required time and effort may have influenced participants’ 
perceptions about its impact on the Covid-19 restrictions, rather 
than the results being specific to the PBS programme. Despite 
these potential issues, the themes were found to be largely con-
sistent across participants and to illustrate the application of PBS 
principles in practice.

Finally, the interviews spanned the period from shortly after the 
initial ‘lockdown’ restrictions were introduced in the UK, to 2 months 
after their introduction. It is possible that participants’ experiences 
would have been different if they had been interviewed at different 
points during the restrictions.

ACKNOWLEDG MENTS
The authors would like to thank all of the participants and colleagues 
on the PBS steering group who contributed to the development and 
implementation of the PBS programme.

CONFLIC T OF INTERE S TS
None.

ORCID
Karen McKenzie  https://orcid.org/0000-0002-0400-416X 

R E FE R E N C E S
American Psychiatric Association. (2013). Diagnostic and Statistical 

Manual of Mental Disorders (5th ed.). : American Psychiatric 
Association. https://doi.org/10.1176/appi.books.97808 90425596

Bowring, D. L., Painter, J., & Hastings, R. P. (2019). Prevalence of chal-
lenging behaviour in adults with intellectual disabilities, cor-
relates, and association with mental health. Current Developmental 
Disorders Reports, 6(4), 173–181. https://doi.org/10.1007/s4047 
4-019-00175 -9.

Boyle, C. A., Fox, M. H., Havercamp, S. M., & Zubler, J. (2020). The public 
health response to the COVID-19 pandemic for people with dis-
abilities. Disability and Health Journal, 13(3), 100943. https://doi.
org/10.1016/j.dhjo.2020.100943.

https://orcid.org/0000-0002-0400-416X
https://orcid.org/0000-0002-0400-416X
https://doi.org/10.1176/appi.books.9780890425596
https://doi.org/10.1007/s40474-019-00175-9
https://doi.org/10.1007/s40474-019-00175-9
https://doi.org/10.1016/j.dhjo.2020.100943
https://doi.org/10.1016/j.dhjo.2020.100943


    |  1097
Published for the British Institute of Learning Disabilities  

MCKENZIE Et al.

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychol-
ogy. Qualitative Research in Psychology, 3(2), 77–101. https://doi.
org/10.1191/14780 88706 qp063oa.

Braun, V., & Clarke, V. (2020). One size fits all? What counts as 
quality practice in (reflexive) thematic analysis? Qualitative 
Research in Psychology, 1–25. https://doi.org/10.1080/14780 
887.2020.1769238.

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

Courtenay, K., & Perera, B. (2020). COVID-19 and people with intellec-
tual disability: Impacts of a pandemic. Irish Journal of Psychological 
Medicine, 37(3), 231–236. https://doi.org/10.1017/ipm.2020.4

Embregts, P. J., Tournier, T., & Frielink, N. (2020). Experiences and needs 
of direct support staff working with people with intellectual disabil-
ities during the COVID-19 pandemic: A thematic analysis. Journal of 
Applied Research in Intellectual Disabilities, https://doi.org/10.1111/
jar.12812

Emerson, E., Hatton, C., Baines, S., & Robertson, J. (2016). The physical 
health of British adults with intellectual disability: Cross sectional 
study. International Journal for Equity in Health, 15(1), https://doi.
org/10.1186/s1293 9-016-0296-x

Gore, N. J., McGill, P., Toogood, S., Allen, D., Hughes, J. C., Baker, P., … 
Denne, L., (2013). Definition and scope for positive behavioural 
support. International Journal of Positive Behavioural Support, 3(2), 
14–23.

Grier, E., Lunsky, Y., Sullivan, W. F., & Casson, I. (2020). Health care of 
adults with intellectual and developmental disabilities in a time 
of COVID-19. Canadian Family Physician, https://www.cfp.ca/
news/2020/04/09/04-09-02

Johnson, S., Dalton-Locke, C., Vera San Juan, N., Foye, U., Oram, S., 
Papamichail, A., … Simpson, A. (2020). Impact on mental health 
care and on mental health service users of the COVID-19 pan-
demic: A mixed methods survey of UK mental health care staff. 
Social Psychiatry and Psychiatric Epidemiology, 1–13, https://doi.
org/10.1007/s0012 7-020-01927 -4

Landes, S. D., Turk, M. A., Formica, M. K., McDonald, K. E., & Stevens, J. 
D. (2020). COVID-19 outcomes among people with intellectual and 
developmental disability living in residential group homes in New 
York State. Disability and Health Journal, 13(4), 100969. https://doi.
org/10.1016/j.dhjo.2020.100969

McKenzie, K. (2007). Digital divides and people with a intellectual disabil-
ity: The implications for social inclusion. Learning Disability Practice, 
10(6), 16–21. https://doi.org/10.7748/ldp20 07.07.10.6.16.c4272

McKenzie, K., Armitage, B., Murray, G. C., & James, I. (2021). The use of 
therapeutic untruths by staff supporting people with an intellectual 
disability. Journal of Applied Research in Intellectual Disabilities, 34(1), 
28–33. https://doi.org/10.1111/jar.12780

McKenzie, K., Martin, R., Metcalfe, D., Murray, G. C., McNall, A., & 
Noone, S. (2020). ‘Look, all our hard work is paying off’: A qualita-
tive evaluation of a system wide, workforce development model to 
promote positive behavioural support. Journal of Applied Research in 
Intellectual Disabilities, 33(6), 1512–1522. https://doi.org/10.1111/
jar.12778

McKenzie, K., McNall, A., Noone, S., Branch, A., Murray, G. C., Sherring, 
M., Jones, L., Thompson, J., & Chaplin, J. (2020). The use of a work-
force development approach as a methodological framework: 

The implementation of region wide positive behavioural support. 
Journal of Applied Research in Intellectual Disabilities, https://doi.
org/10.1111/jar.12847

Mencap. (2020). Coronavirus: Resources for support workers. Retrieved 
from https://www.mencap.org.uk/advic e-and-suppo rt/coron aviru 
s-covid -19/coron aviru s-resou rces-suppo rt-workers

Mutluer, T., Doenyas, C., & Genc, H. A. (2020). Behavioral implications 
of the Covid-19 process for Autism Spectrum Disorder, and indi-
viduals’ comprehension of and reactions to the pandemic condi-
tions. Frontiers in Psychiatry, 11, 561882. https://doi.org/10.3389/
fpsyt.2020.561882

Nowell, L. S., Norris, J. M., White, D. E., & Moules, N. J. (2017). 
Thematic analysis: Striving to meet the trustworthiness criteria. 
International Journal of Qualitative Methods, 16(1), 1–13. https://doi.
org/10.1177/16094 06917 733847

Ockenden, J., Ashman, B., & Beadle-Brown, J. (2014). Active support– 
fundamental to positive behaviour support. Research and Practice in 
Intellectual and Developmental Disabilities, 1(2), 98–107. https://doi.
org/10.1080/23297 018.2014.961528

Positive Behavioural Support Coalition UK. (2015). Positive behavioural 
support: A competence framework. Retrieved from http://pbsac 
ademy.org.uk/wpcon tent/uploa ds/2016/11/Posit ive-Behav ioura 
l-Suppo rt-Compe tence -Frame work-May-2015.pdf

Public Health England. (2020). COVID 19 deaths of people identified as 
having learning disabilities: Summary. Retrieved from https://www.
gov.uk/gover nment/ publi catio ns/covid -19-death s-of-peopl e-with-
learn ing-disab iliti es/covid -19-death s-of-peopl e-ident ified -as-havin 
g-learn ing-disab iliti es-summary

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 anal-
ysis of incident reports. Journal of Intellectual Disability Research, 
64(11), 817–824. https://doi.org/10.1111/jir.12778

Turk, M. A., Landes, S. D., Formica, M. K., & Goss, K. D. (2020). Intellectual 
and developmental disability and COVID-19 case-fatality trends: 
TriNetX analysis. Disability and Health Journal, 13(3), 100942. 
https://doi.org/10.1016/j.dhjo.2020.100942

United Kingdom Government. (2020). The Health Protection (Coronavirus, 
Restrictions) (England) Regulations 2020. UK Government. https://
www.legis lation.gov.uk/uksi/2020/350/made

Zaagsma, M., Volkers, K. M., Swart, E. A. K., Schippers, A. P., & Van 
Hove, G. (2020). The use of online support by people with intel-
lectual disabilities living independently during COVID-19. Journal 
of Intellectual Disability Research, 64(10), 750–756. https://doi.
org/10.1111/jir.12770

How to cite this article: McKenzie K, Murray GC, Martin R. 
‘It's been adapted rather than impacted’: A qualitative 
evaluation of the impact of Covid-19 restrictions on the 
positive behavioural support of people with an intellectual 
disability and/or autism. J Appl Res Intellect Disabil. 
2021;34:1089–1097. https://doi.org/10.1111/jar.12859

https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1080/14780887.2020.1769238
https://doi.org/10.1080/14780887.2020.1769238
https://doi.org/10.1136/bmj.m1609
https://doi.org/10.1136/bmj.m1609
https://doi.org/10.1017/ipm.2020.4
https://doi.org/10.1111/jar.12812
https://doi.org/10.1111/jar.12812
https://doi.org/10.1186/s12939-016-0296-x
https://doi.org/10.1186/s12939-016-0296-x
https://www.cfp.ca/news/2020/04/09/04-09-02
https://www.cfp.ca/news/2020/04/09/04-09-02
https://doi.org/10.1007/s00127-020-01927-4
https://doi.org/10.1007/s00127-020-01927-4
https://doi.org/10.1016/j.dhjo.2020.100969
https://doi.org/10.1016/j.dhjo.2020.100969
https://doi.org/10.7748/ldp2007.07.10.6.16.c4272
https://doi.org/10.1111/jar.12780
https://doi.org/10.1111/jar.12778
https://doi.org/10.1111/jar.12778
https://doi.org/10.1111/jar.12847
https://doi.org/10.1111/jar.12847
https://www.mencap.org.uk/advice-and-support/coronavirus-covid-19/coronavirus-resources-support-workers
https://www.mencap.org.uk/advice-and-support/coronavirus-covid-19/coronavirus-resources-support-workers
https://doi.org/10.3389/fpsyt.2020.561882
https://doi.org/10.3389/fpsyt.2020.561882
https://doi.org/10.1177/1609406917733847
https://doi.org/10.1177/1609406917733847
https://doi.org/10.1080/23297018.2014.961528
https://doi.org/10.1080/23297018.2014.961528
http://pbsacademy.org.uk/wpcontent/uploads/2016/11/Positive-Behavioural-Support-Competence-Framework-May-2015.pdf
http://pbsacademy.org.uk/wpcontent/uploads/2016/11/Positive-Behavioural-Support-Competence-Framework-May-2015.pdf
http://pbsacademy.org.uk/wpcontent/uploads/2016/11/Positive-Behavioural-Support-Competence-Framework-May-2015.pdf
https://www.gov.uk/government/publications/covid-19-deaths-of-people-with-learning-disabilities/covid-19-deaths-of-people-identified-as-having-learning-disabilities-summary
https://www.gov.uk/government/publications/covid-19-deaths-of-people-with-learning-disabilities/covid-19-deaths-of-people-identified-as-having-learning-disabilities-summary
https://www.gov.uk/government/publications/covid-19-deaths-of-people-with-learning-disabilities/covid-19-deaths-of-people-identified-as-having-learning-disabilities-summary
https://www.gov.uk/government/publications/covid-19-deaths-of-people-with-learning-disabilities/covid-19-deaths-of-people-identified-as-having-learning-disabilities-summary
https://doi.org/10.1111/jir.12778
https://doi.org/10.1016/j.dhjo.2020.100942
https://www.legislation.gov.uk/uksi/2020/350/made
https://www.legislation.gov.uk/uksi/2020/350/made
https://doi.org/10.1111/jir.12770
https://doi.org/10.1111/jir.12770
https://doi.org/10.1111/jar.12859

