
RESULTS

CONCLUSION:

• This study found that the COVID-19 pandemic and lockdowns have had both

positive and negative influences on autistic people’s quality of life.

• However, many participants did report that their mental health has worsened

over the pandemic and that they have concerns about re-acclimatizing to in-

person interactions again.

• These findings highlight that it is important that autistic people are given the

support they want and need during lockdowns and as the country begins to

transition back to ‘normality’.
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BACKGROUND

• In March 2020, the UK entered into a period of national lockdown to address

the rapid spread of the COVID-19 pandemic.

• This led to the abrupt closure of schools and all ‘non-essential’ commercial

and recreational services, with many health services also closing to redirect

their staff to support patients with COVID-19.

• During this stay-at-home lockdown period, the public were encouraged to

conduct strict social and physical distancing, not to socialise with those

outside of their immediate household, to limit outdoor activities (including

exercise), and to begin remote working.

• For many, these changes were stressful and resulted in a decrease in their

mental health and quality of life(1-4).

• As autistic people often experience increased rates of most mental health

conditions, the COVID-19 pandemic could leave them particularly vulnerable

to the negative impact of the lockdown, and could have a profound impact on

their quality of life during and after the pandemic(5).

Study Objectives

• Using open text response data from the ‘COVID Autism Longitudinal Mental

Health’ (CALMH) project, this study used thematic analysis to explore the

influence of the COVID-19 pandemic on a range of experiences that are

known to influence quality of life.

METHODS

Participants

• Qualitative data from 86 participants were thematically analysed. These data

were collected in July/August 2020.

• All participants either had an autism diagnosis, or self-identified as autistic.

Questionnaires

• PPI interviews were held to as part of an earlier study to identify the key

areas that have an influence on the quality of life of autistic individuals.

• Using an online survey, participants answered open-ended questions which

explored the influence of the COVID-19 pandemic on their:

1) overall well-being; 2/3) mental and physical health; 4) cognitive abilities; 5)

sensory experiences; 6) social and communication skills; 7) social support; 8)

whether they have experienced loneliness or 9) isolation; 10) experiences of

accessing health care, and 11) sleep quality.

Data Analysis

• Using thematic analysis, three main themes were identified:

1) Health and Wellbeing; 2) Social Life and Support Networks; 3) Impact on

Daily Life and Functioning.

• Several sub-themes were also identified, but have been condensed into key

topics for this poster.

Autistic Participants (n=86)

Age Mean (SD), Range 45.83 (12.17), 21-75 yrs

Gender Male : Female : Non-Binary 35% : 58% : 7%

Employment 

status

employed: retired : unemployed 

: unable to work due to health
57% : 8.1%: 7% : 27.9%

Living 

arrangement

alone : with partner : children : 

sibling : parent: room-mate : 

other family member

23.2%: 51.1%: 23.3%: 2.3%: 

16.3%: 4.65% : 3.48%
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Health and Wellbeing

The majority reported that their mental health deteriorated. This was due to

being anxious regarding the health of their loved ones, unclear guidance and

rules, and uncertainty about the future and coming out of lockdown.

A few participants felt their mental health improved during lockdown with a

calmer, slower pace of life and greater time to engage in introspection and

reflect on past, personal experiences.

“Despite the distressing experience of changing all of my routines, I wish [social 

distancing, working from home] would last forever… I’m sick and worried about 

returning to my previous lifestyle after lockdown.” – Autistic woman, mid-50s

Social Life and Support Networks

Many participants mentioned using virtual communication for the first time and

preferring it to physical interactions, wishing they would be the new norm after

lockdown. A few noted that they found the lack of face-to-face interactions a

relief, and that they no longer felt obliged to socialise.

A draw back to the virtual communication was that many participants described

the sensation of being in a group with others, but still feeling psychologically

isolated.

Due to the closure of support services and social distancing, many participants

said their usual support had disappeared. A few participants also mentioned

feeling like a burden to their families, or feeling unable to talk about how they

are doing outside of a clinical setting.

“The lockdown has simplified my life and reduced my socialising to a level I can 

cope better with.” – Autistic woman, early-50s

Impact on Daily Life and Functioning

Lack of social contact, disruption to daily routines and poor sleep were all said

to impact general cognitive functioning (e.g., concentration, planning,

motivation) for many participants.

Several participants feared becoming out of practice with in-person social

interactions, feeling their communication skills had deteriorated, and dreaded

coming out of lockdown.

“My memory and concentration are worse. Sleep problems and stress make me 

less able to function. It is harder for me to mask my autism and appear level-

headed and competent as I am constantly worried and distracted” 

– Autistic woman, early-30s

At the beginning of lockdown overall wellbeing got better - no outside pressures.  

Since lockdown eased it has got worse because of unclear information and fear of 

using public transport and facilities again.” – Autistic woman, late-50s

“I no longer have my autism support worker, and the replacement services focused 

on employment, which is not the support I need.” – Autistic man, early-60s

“I’m enjoying being alone most of the time now” – Autistic person, mid-20s


