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Monitoring outcomes  

Although families reported comfort, maintaining 

body shape and function as the primary objectives 

for providing postural care, only 15% of 

practitioners used an objective measurement tool 

to monitor success of provision. Most people with 

a learning disability were reported as using more 

than three pieces of postural care equipment. 

However, less than 30% were reported as using 

the triad of wheelchair, supportive seating and 

night-time positioning which together are the 

foundation of 24-hour postural care. 

“[Postural care] is not a 

nice to have, it’s essential.” 
 – FAMILY 

“We need to raise awareness of this silent killer.”

 – PRACTITIONER 

Reduction in service provision 

Redeployment, self-isolation, remote working, 

social distancing and adapting to technology all 

contributed to a reduction in postural care 

provision. Many families expressed a sense of 

isolation; with families of adults being twice as 

likely to report feeling abandoned compared to 

families of children. 

“Urgent referrals only due to risk of transmission, 

reduced input in care homes due to them not 

wanting visitors”

 – PRACTITIONER  

“Everything stopped and 

we as parents had to take 

on every role - 24/7” 
 – FAMILY   

Summary

The Posture Positive Project surveyed nearly 100 people to better understand the reality and impact 

of postural care service provision for people with Learning disabilities amid the Covid-19 pandemic 

in England in 2020. Postural care is defined by Mencap as ‘using the right equipment and positioning 

techniques to help protect and restore body shape’ (1).  There is increasing recognition in the literature 

and in national guidelines that 24-hour postural care is an essential part of caring for people with 

learning disabilities (2,3,4,5,6,7,8,9,10). The Covid-19 pandemic placed an exceptional burden on families 

and practitioners providing postural care for people with learning disabilities. This study set out to 

understand the impact of Covid-19 restrictions and propose improvements for the future. 

Initially, four qualitative surveys (n=89) targeting people with Learning Disabilities (n=3), their families, 

carers and paid support staff (n=41) (identified as families for this report), professionals (n=45) and 

commissioners (n=0) were created. A follow-up, quantitative survey (n=53) explored possible initiatives 

to improve postural care in the future. 

The findings of the initial surveys revealed five themes: 
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Structure of the service 

Covid-19 highlighted significant fault lines in the 

ways postural care is currently provided in 

England. Namely;  

• Co-ordination – lack of communication 

between responsible practitioners. 

• Funding - confusing and convoluted funding 

streams. 

• Coaching and empowering families – as 

practitioners were no longer ‘hands on’, 

provision was directly related to the 

knowledge and skills of families. 

“Covid is a red herring! 

Postural care has needed 

to be changed for a long 

time and local practises  

vary considerably.” 
 – PRACTITIONER 

“It is confusing for a professional regarding which 

service does what, e.g. separate social care OT 

for home adaptations, school OT, early years OT 

& PT etc in a child development unit, wheelchairs 

service completely separate again. It’s so 

disjointed & left to the family to navigate this.”

 – PRACTITIONER 

“People with LD and their families need more 

co-ordinated approaches to their postural care 

plans; NHS are services are at times fragmented 

across many different areas; these need to be 

somehow unified.” 

 – PRACTITIONER 

“We have had to learn more about the 

equipment our daughter uses and how to adjust 

this ourselves. We are more knowledgeable on 

how to do so now.”  

 – FAMILY 

Adaptation to the Crisis 

In addition to increasing the empowerment and 

knowledge of families, other silver linings included: 

• Benefits of on-line and virtual clinics – a key 

communication strategy identified in the 

second survey. 

• ‘Rallying’ – a collective drive to adapt to meet 

needs  

• Encouraging signs of resilience –seen in both 

the ways families and practitioners adapted 

to changes forced by Covid-19 restrictions. 

“I love seeing the children in their natural 

environment with parents fully present.”

 – PRACTITIONER 

“Keep going- just going to ensure service 

provision for the most vulnerable to ensure their 

needs are met and they are not forgotten over all 

the hype and hysteria of Covid 19. The team 

were/ are amazing to continue to work under 

difficult circumstances.” 

 – PRACTITIONER 

“I've found that there's a feeling that everyone is 

'pulling together' in the pandemic to support the 

child… [it has] given us time to actually 'hear' the 

voice of the family…There's a feeling that we are 

all in this (the pandemic) together & we have 

found that common vulnerability which helps us 

to see each of us as human & takes away the 

barriers of who's  teacher/parent/therapist.” 

 – PRACTITIONER 

“The inefficiencies of past practice had been 

accepted as inevitable because of resistance to 

change. The complete inability to deliver an 

acceptable postural care service under Covid 19 

restrictions has forced changes which would 

have been thought to be impossible.”

 – PRACTITIONER 
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Negative health impacts 

Both practitioners and families reported reduced 

well-being. However, the most significant negative 

impact on health was witnessed in people with 

learning disabilities. Tragically, 7% (n=3) families 

reported increased pain in a person with learning 

disabilities. 40% of families and 27% of practitioners 

reported worsening body shape for people with 

learning disabilities:   

“We are exhausted. There is no respite…We have 

been left heartbroken watching [daughter] go 

through so much pain with no professional 

willing to help. We feel alone and unsupported.” 

 – FAMILY 

“We did it all for 6 months and we ache and hurt 

as a result.” 

 – FAMILY 

“Hugely, negative impact on postures. Having to 

deal with changes that shouldn't have 

happened.”

 – PRACTITIONER   

Nearly 80% of practitioners, like families, identified 

numerous ways individual’s with learning 

disabilities long- and short-term health was 

negatively impacted as a result of inadequate 

postural care support. 

“...heart breaking to see. 

I’ve felt like I’m watching a 

car crash and there’s 

nothing I can do and no 

one cares.”
 – FAMILY 

“Lots of rapid progression of deformity” 

 – PRACTITIONER   

Second survey 

Using ideas and suggestions made by families and 

practitioners a second survey (n=53) confirmed virtual 

clinics as a preferred method of communication. 

In addition, various ways that postural care could 

be improved in the future was rated (see table 1) 

Table 1: Top five preferred new ways of working 

(n=53)  

Suggested new ways of working  

1  Agreed funding stream/purse for all 

postural care needs  

2  Annual postural care team meeting  

3  Postural care training for families and 

carers  

4  Library of short, upbeat, on-line videos  

5  Good and regular communication  

Conclusion 

• Safeguarding is crucial in postural care 

provision. It is  the collective responsibility of 

the whole system to work together to protect 

individuals with learning disabilities from 

harm.  

• Lack of 24-hour postural care, without clear 

outcomes and monitoring, creates gaping 

holes in the defence against the life-changing, 

negative impact of poor postural care.  

• The impact of Covid-19 highlighted pre-

existing fault lines within postural care 

provision. Namely the way it coaches and 

empowers families, how it is co-ordinated 

and funded.   

• Services have reduced capacity across the 

board, leaving families less supported. The 

way services have adapted to change has 

varied dramatically.  

• Amidst a time of rapid transition, implementing 

transformation might not only improve 

postural care but make it more sustainable 

and resilient in the future.  

• Funding, Co-ordination, Co-production, Training 

and Accessible information were identified by 

respondents as key to transforming postural 

care for individuals with learning disabilities.   
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Standardisation   

• Develop standardised training for families/

carers.  

• Develop a Bronze, Silver and Gold award for 

services which demonstrate standards in 

postural care. 

• Promote the implementation of national 

guidance stipulating postural care outcomes 

and objective means of monitoring success.   

• Launch the Posture Positive Collective on 

Facebook and Twitter to provide on-line peer 

support for both families and practitioners.  

• Launch the Posture Positive YouTube channel 

sharing excellence in practice, case studies, 

clinical evidence, care pathways and other 

resources.  

Posture Positive proposals 
for transforming the future of 
postural care; 

Co-ordination and collaboration  

• Pilot the impact of Annual Postural Care 

Team Reviews  

• Share the Posture Positive report with key 

individuals within Government, Social Care, 

Education and Health to support the case for 

a national funding strategy enabling postural 

care provision to be personalised and co-

ordinated.    

• Promote dialogue between families and 

practitioners through the Posture Positive 

Collective.   

• Promote use of reflective tools to improve 

co-production and co-ordination between 

the practitioners and families e.g., Post-Covid 

Reflective Tool (Wright, 2020)  

© Born at the Right Time November 2020 

Funding and competing interests, and data sharing This research was funded by NHS England and carried out by 
Rachel Wright, Founder of Born at the Right Time (Training provider Bridging the gap between practitioners and 
families), and Sarah Clayton, CEO of Simple Stuff Works (Training provider and equipment supplier). Data and 
technical processes are available from the authors. 

For the full report visit the Posture Positive website.

The Posture Positive Collective will transform 
postural care provision to improve the lives of people 
of learning disabilities.  
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