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Session plan and 
learning outcomes

• To consider the promise afforded by 
technology for your rehabilitation 
toolkit

• To consider challenges to uptake of 
rehabilitation technology

• To place inclusive, user-centred activity 
front and centre

• To consider a framework for 
development and evaluation of 
rehabilitation technology

• To generate discussion and debate- and 
share our thoughts and ideas: what 
action can we take forward from here? 
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NHS Innovation landscape

One example of guiding principles:

The NHS ‘Accelerated Access Collaborative’ (AAC), a multi-agency partnership including 
patient groups, government, industry and the NHS: 

Six principles for providers:

1. Develop and deploy innovations with the people that will use them

2. Develop a culture where innovation can happen

3. Supporting people

4. Adopt the best ideas and share learning

5. Focus on outcomes and impact

6. Be flexible when managing change

“Our goal is simple, 
speeding up access to 
the best technologies 

and products, leading to 
better care for patients.”

Lord Darzi, Chair, AAC

Available at: https://www.england.nhs.uk/aac/publication/accelerated-access-collaborative-our-year-in-focus-2019-20/

https://www.england.nhs.uk/aac/publication/accelerated-access-collaborative-our-year-in-focus-2019-20/


Promise & opportunity 
in neurorehabilitation
• Increased intensity of interventions

• Enhancing assessment and 
measurement

• Monitoring adherence

• Enhancing patient interest and 
motivation; reducing feelings of 
‘abandonment??’

• Providing opportunities for self-
management

• Widening participation in rehabilitation 
activity in home & community settings

e.g. Demain et al. 2013; Proffitt & Lange, 2015, Horak et al. 2015 



Challenges to uptake
• Translating ‘laboratory’ generated 

technology into clinically viable products is 
multi-faceted and complex

• Echoes the challenge already described for 
translation of fundamental science to 
clinical practice in neurorehabilitation

• Patient ambitions for rehabilitation often 
at odds with service/resource constraints-
but might be a facilitator?

• Rigorous governance and safety 
frameworks challenging to understand?

‘Safeguards, not hurdles’*

*Clark et al. Bench to Bedside: The technology adoption pathway in healthcare. Health and Technology 
2020; 10(537-545)



Further challenges…

• Understanding a confusing landscape, multiple 
stakeholders in design, evaluation and adoption-
where to start? Can feel simpler to do what we 
have always done!

• Research and testing: Understanding potential 
influence on practice-not only early device 
development & testing, but spreading, sustaining 
& scaling of innovations*

• What are the key component(s) that might effect 
change? Is it the ‘technology’ or what ‘the 
technology does’ that really matters to clinicians 
and patients? 

• The right research design to explore the above: 
RCTs of single devices best use of resources? A 
whole systems approach with an underpinning 
framework

*Cote-Boileau et al. 2019: the unpredictable journeys of spreading, sustaining and scaling healthcare innovations: a scoping 
review https://doi.org/10.1186/s12961-019-0482-6 



Importantly…a person-
centred approach 

• We need to engage the right 

people, at the right time, to 

address these challenges

• To what extent is user involvement 

in technology design and 

evaluation happening?- review in 

progress with INPA team: uptake and 

considerations for design and implementation 

of neurorehabilitation technology (Hancock, 

Pradhan, Alt-Murphy, Levin)



Person-centred rehabilitation:

Opportunities for self-management 
through engagement with technology-
some parallels:

• Shared decision making and goal setting

• Identifying barriers, problem solving

• Tailored support

• Education about the effects of practice 
and feedback



Barriers and 
facilitators to 
uptake and 
use

Organisation 
& infra-

structure

Definitions-
patient facing or 
remote? 

Accessibility, 
usability

Confidence 
to use tech

Communication

Access to 
tech-
digital 

inclusion

Connectivity, 
data usage

Cultural 
issues

Personal 
preferences

Co-
designed 
solutions

Safe 
environm
ent/space 

for use
CostThank you to folks 

on Twitter! 



Placing users front and centre- an example

• Deriving visual representation of measures of 
movement performance

• Co-production of outputs via interviews and 
discussions; n=8 people with stroke

• Lab-based movement analysis

• Visual representation of high, medium and 
low functional ability

• People wanted everyday, simple figures such 
as traffic lights, scales, fuel indicators to 
enhance meaningfulness. 

• Belief in their own progress was a significant 
motivator, as was demonstrating small steps 
forward. 



Some more activity in this exciting space…



Solution-
focused, 
inclusive 
design

This should be the goal of any rehabilitation 
technology development process 

Resources centred on technologies that 
have emerged via such processes

‘Solution’ defined by the user (not the ‘end-
user’!)

Questions should be  generated by the user

Reduction of risks to translation and uptake



Concept, clinic, community

A joined-up, inclusive, iterative approach to 
technology design, evaluation and 

implementation can generate rich data from 
evolving idea to usable, accessible end-

product

This should reflect true partnership 
working, not cursory consultation about 

an already fixed idea



The goal

• To build a robust, person-centred toolkit of devices alongside 
people with neurorehabilitation need

• User-centred design of new technologies to meet people’s 
needs 

• Robust evaluation of existing technologies to meet people’s 
needs

• To enhance and not to replace clinical practice



A blueprint for development, evaluation & use of rehabilitation 
technology?

Adapted from: Hancock, N.J., 
Pomeroy, V.M., Dorer, C., 
Jarritt, P. Kennedy, N., Mares, 
K., Ferris, I., Robinson, D. An 
action plan for the next 
generation of movement 
rehabilitation technologies. 
Synapse, 2018 (Autumn)



Conversations for the experts…

• Have you ever been consulted in the concept development/design 
process for neurorehabilitation technology? Or supported patients to 
do so? 

• Have you ever been involved in the (service) evaluation of an existing 
technology, or in research/testing for a new technology? 

• If you could choose a single research question/aim to be addressed in 
this space, what might it be? 

• What actions and inspirations would you take forward from here? 



In conclusion

Rehabilitation technology offers opportunities to optimise patient-centred 
rehabilitation and service pathways

Let’s be mindful of the challenges to use and uptake from the earliest point in 
the design, evaluation and implementation cycle

Translation of technological developments to practice requires an ecosystem 
of inclusive processes via true partnership working with stakeholders



Ps Supportive resources for remote rehabilitation- a 
cheeky plug!

https://www.bridgesselfmanagemen
t.org.uk/csh-resources/

https://www.bridgesselfmanagement.org.uk/csh-resources/
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Examples of emotional problems following a 

brain injury or neurological disorder

 Adjustment / Grief reaction

 Anxiety

 PTSD

 Depression

 Low Self-Esteem

 Anger / Frustration



Personal
Wellbeing

Time

Change

Event

Shock

Numbness

Discounting

Anger

Anxiety

Despondency

Gradual
Acceptance

Internalization

adaptation

Preoccupation
with loss

The Transition Curve: How We Adjust

Sage et al. (2008)



Adjustment

 Help bring together past and present for new sense of ‘self’ –

including positive changes, eg, increased empathy

 Moving from a sense of loss to an appreciation of potential 

and ‘good enough’

 Adjustment = adaptation and assimilation (Klonoff, 2010)

 ‘Journey of personal discovery’ (Tyerman and King, 2004) – no 

end point in adjustment and acceptance



ACT in a nutshell metaphor

 Russ Harris

Clipboard/hands in front of face

 Pushing it away

 Leaving it in your lap



The ACT Hexiflex



The Triflex

Be present

Open Up
Do what 

matters



The Hexaflexercise

 Russ Harris



Assessment

 The Bull’s Eye:

Work/Education

 Relationships

 Personal growth/Health

 Leisure

 Dissecting the Problem:

 Entanglement with thoughts

 Struggle with feelings

 Life-draining actions

 Avoiding challenging situations



Psychological rigidity

 Experiential avoidance

 Fusion: Past, future, reasons, rules, judgments

 Distractibility, disconnection, disengagement

 Fusion with the conceptualised self

 Remoteness from values

 Unworkable action



Intervention summary 1

 Understanding how little control we have over our 

thoughts and feelings

 Noticing that our minds are problem-solvers and story 

tellers

We often get hooked or caught up in thoughts and 

don’t want to let them go (good or bad) so learning to 

take a step back; noticing but not being overwhelmed



Working with problematic self-stories

Catch the story – what’s the function?

 Name the story – being aware of it coming up

 Flexible perspective taking – spatial, temporal, other 

perspectives

 Develop hierarchical relations – container, ‘self as 

context’

 Noticing that we hold on to negative stories if they make 

sense to us, keep us safe or give us an identity



Intervention summary 2

 Developing willingness to accept life’s ups and downs

 Being aware of the ‘continuous you’ that can observe 

 Identifying ways you want to behave on an ongoing 

basis while being kind to yourself

 Developing goals guided by your values and taking 

action mindfully



Conclusions

 ACT can be very useful to help adjustment following a brain injury 

 Holding ‘self’ stories lightly can help new stories to arise and foster a 

more flexible view on life and how the person fits into it 

 Being able to step back and notice what thoughts and feelings 

arise leads to greater self-knowledge and allows a person to choose 

how to respond to situations

 The use of values helps the person realise that there are still ways to 

move towards who and what is important to him/her even with 

cognitive and physical difficulties
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Agenda

• About me

• My engagement with Neuro patients 
and carers

• My personal experience with NR

• Why chairing the group appealed to 
me

• What’s next?













Experiences of My Neuro Survey 
respondents in Greater 

Manchester

October 2022



About the Neurological Alliance

• Vision: Every person affected by a neurological 

condition can access the right treatment, care and 

support at the right time. 

• Mission: To harness the energy and passion of the 

neurological community to ensure public policy in 

health reflects the realities of living with a 

neurological condition, so that everyone can access 

treatment, care and support whenever they need it. 

| 45



About My Neuro Survey

• Fourth Neuro Alliance Patient Experience Survey 

• Open to everyone in the UK with a (or suspected) neuro condition

• Delivered in collaboration with Alliances across the UK

• Responses collected between 25 October 2021 – 6 February 2022 
via:

• An online survey, promoted in clinic, member websites and social 
media

• A paper-based survey, returned through freepost envelopes
• An easy read version of the survey
• A language line

• Rolled out across 35 clinics, through our membership and other 
partners

• Endorsed by the ABN, BPNA, Royal College of Psychiatry and 
ACPIN www.neural.org.uk 46



Final response rates

Adults Paediatrics All

Online 7,008 629 7,637

Clinic responses 873 N/A 873

Totals 7,881 629 8,510

www.neural.org.uk 47



Who responded in GM?

• 194 respondents to the adult 
survey

• Most reported neurological 
conditions:

• Epilepsy 14% (n=27)
• MS 14% (n=27)
• Fibromyalgia 11% (n=22)
• Migraine 11% (n=22)
• FND 11% (n=21)

• 65% (n=124) reported living with 
other non-neurological 
condition(s)

• 97% white British/ Irish/ Other

www.neural.org.uk 48

27%

73%

1%

Male Female prefer not to say

2%

10%

16%

24%

21%
20%
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18-24 25-34 35-44 45-54 55-64 65-74 75  +



Rehab makes a real difference

| 49#ChangeHashtagOnMasterSlide

OT assistance in my 

rehabilitation since my aquired

Brain Injury was excellent and 

helped me cope well with the 

changes to my life 

Being treated at the 

[redacted] Rehab Centre with 

a collaborative team of 

specialists was life saving 

and gave me my life back 

and how to cope/ work with 

the life long changes.
The support I receive from the 

local Rehabilitation Team is 

invaluable and they are always 

at the end of the phone should I 

need any additional assistance.



Q. Have you experienced delays to your neurological care or treatment in 
the last 12 months?

www.neural.org.uk 50

Many experienced delays to treatment and care in the last 
year

65%

46%

58%

48%

61%

12%

44%

13%

33%

35%

54%

42%

52%

39%

88%

56%

87%

67%

1%

2%

1%

1%

0%

2%

1%

2%

2%

23%

51%

59%

69%

57%

82%

74%

80%

78%

Routine neurologist appt

Routine specialist nurse appt

Mental health appt

OT

Physiotherapy

Rehab - Inpatient

Rehab - Outpatient

SLT

Access to a care worker

Yes No Don’t know N/A



More people in GM faced challenges accessing 
necessary support after hospital stays

| 51#ChangeHashtagOnMasterSlide

Q. I got the care I needed at home after my hospital visit

…. I have received no advice or 

ongoing information about the 

condition…. lack of planning and 

following through of physiotherapy or 

other rehab advice… I am relieved to 

be home, but very much feel that I 

am now 'on my own'.

36%

24%

40%

26%

29%

45%

17%

30%

53%

Agree

Neither agree nor disagree

Disagree

GM 2021/22 2018



Key services and support are not always 
offered

52www.neural.org.uk

Q. Please tell us which treatment and therapies you have been offered, or believe may help 

you to manage your neurological condition

45%

29%

46%

48%

65%

56%

35%

32%

45%

52%

51%

55%

71%

54%

52%

35%

44%

65%

68%

55%

48%

49%

4%

5%

8%

6%

4%

4%

11%

10%

6%

7%

7%

78%

62%

44%

64%

67%

36%

79%

67%

81%

75%

70%

Audiology

Dietics

Occupational therapy

Orthoptics

Orthotics

Physiotherapy

Rehab - Inpatient

Rehab - Outpatient

Respiratory services

SLT

Wheelchair services

I have been offered Has not been offered, would find helpful Don’t know Not applicable



Important services and support are not available in 
all areas of the country, including GM

www.neural.org.uk 53

I have to pay privately for my 

own physiotherapy. No one 

seems to coordinate my 

management. I really feel that I 

would be so much better if my 

case was looked at via a 

multidisciplinary meeting. It is 

me that is having to initiate 

solutions to my problems. I feel 

terribly let down

Basically have just been 

left to get on with it. No 

neurophysio available in 

South Manchester so 

despite being put on a 

list there is no chance of 

getting any support

I have been  told quite 

plainly  by a consultant that 

because  I live in the 

Midlands I can't receive any 

type of rehabilitation or 

physio for FND as there is 

no one qualified  in this 

region  to work with FND 

patients, it is very disturbing 

All 

neurophysiotherapy, 

counselling and 

hydrotherapy self 

funded in private 

sector as not 

available to me on 

NHS locally.



There is a significant mental health and 
wellbeing impact, but needs are not being 
met

www.neural.org.uk 54

40%

60%

7%

37%

63%

5%

Yes No Don’t know

UK GM

Q. Have you been asked about your mental 

wellbeing by an HCP in the last 3 years?

Q. To what extent do you feel your mental 

wellbeing needs are being met?

9%

21%

27%

43%

9%

24%

26%

41%

To a great extent

To a moderate extent

To a small extent

Not at all

UK GM



What did respondents tell us? 
Summary

• Rehab makes a real 
difference

• Many experienced delays to 
treatment and care in the last 
year

• People reported challenges 
accessing necessary support 
after hospital stays

• Key services and support are 
not always offered or 
available 

• There is a significant mental 
health and wellbeing impact, 
but needs are not being met

www.neural.org.uk 55



What next?
Together with 4 UK Neuro Alliances, over 
100 organisations and over 13,500 people 
– we’re calling on UK Governments to 
#BackThe1in6 and set up a Neuro 
Taskforce to deliver real change!

#BackThe1in6 Campaign

• Highlighting common challenges

• Spotlighting cuts of the data 

• Parliamentary debate application

Sharing findings and recommendations

• Engaging with NHS England and others

• Using data to support service improvement –
including here in GM!

• Scoping an ICS data tool

www.neural.org.uk 56

https://tinyurl.com/BackThe1in

6



We are stronger 
together.

@NeuroAlliance

The Neurological Alliance

neurological_alliance

The Neurological Alliance

Connect with us.
57

Thank you

www.neural.org.uk

Happy to answer any 
questions


