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Abstract

Background
People living with Long Term Neurological Conditions (LTNCs) value peer support and social activities.
Psychological support and wellbeing enables them to manage their condition. Social prescribing is a
formal process of referring patients to a link worker to co-design a plan to improve their health and
wellbeing. Intervention involves supporting participation in activities based within the individual’s local
community. This study aimed to explore the barriers and enablers to accessing social prescribing for
people living with LTNCs (plwLTNCs).

Methods
A total of four focus groups were carried out with 17 participants, including different neurological
conditions such as multiple sclerosis, Fragile X Syndrome, epilepsy, and traumatic brain injury. Two
participants were family carers and supported people living with epilepsy and motor neurone disease.
Findings were analysed using thematic analysis.

Results
Five themes were identi�ed: (1) Lack of knowledge; (2) Service provision di�culties; (3) Bene�ts of social
prescribing activities; (4) Physical barriers and (5) Psychological barriers. There was a lack of knowledge
about social prescribing and what it actually was. Participants anticipated service provision di�culties
relating to funding, link workers need for knowledge of LTNC’s and for activities to be varied and
individualised. The potential bene�ts of social prescribing activities were recognised across the groups
especially its potential to tackle loneliness and to offer plwLTNC’s purpose. Participants highlighted a
number of physical barriers such as transport and accessibility; and psychological barriers such as
anxiety and stigma.

Conclusion
Social prescribing aims to address the health inequalities of those living with long-term conditions,
however currently it is likely to exclude plwLTNCs. Recommendations for future research are made.

Introduction
Poor mental health is considered to carry an economic and social cost of £105 billion a year in England
(PHE, 2018). This includes indirect costs of unemployment, as well as direct costs relating to health and
care provision and the individual costs of reduced quality of life (1). More than 4 million people in
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England with a long-term physical health condition have mental health problems, and many experience
signi�cantly poorer health outcomes and reduced quality of life as a result (2).

There are an estimated 14.7 million neurological cases in England, equating to at least 1 in 6 people
living with one or more neurological condition (3). A Long-Term Neurological Condition (LTNC) results
from injury, damage to, or disease of the nervous system (brain, spinal cord, peripheral or autonomic
nervous system) (4). Neurological conditions make up 20% of all long-term conditions and include a wide
range of illnesses (4). In 2018 the Neurological Alliance GP survey revealed that 19% of patients living
with a neurological condition had had an unplanned admission to hospital in a period of 12 months,
which is twice the rate for all people with a long-term condition (9.8%) (5). People living with neurological
conditions have the lowest health related quality of life of any long-term condition and deaths are 35%
more likely to be premature (6). Data produced by NHS RightCare suggests there is a substantial �nancial
savings opportunity in relation to reducing emergency admissions and bed days for people living with
neurological conditions (7).

Research into quality of life in these patient groups, such as the Trajectories of Outcome in Neurological
Condition (TONiC), has found that patients emphasise the importance of psychological support and
wellbeing in helping them manage their condition (8). The Neurological Alliance found that 53% (n = 
3,459) of the neurology patients they surveyed reported living with at least one other co-morbid condition
(9). Mental health conditions, including anxiety and depression, were among the most frequently
reported. For some, a mental health condition can be a clinical symptom of their neurological condition.
For others, a mental health condition can be part of coming to terms with diagnosis, the challenges of
living with a neurological condition such as maintaining or �nding employment, or medication side-
effects.

Social prescribing is a means of providing practical support and improving the psychological wellbeing
of the population (10). Examples of social prescribing activities include accessing educational courses,
volunteering, attending social clubs, joining in with hobby clubs, dance or art classes (11). Other forms of
support may include accessing debt or housing advice or connecting an individual to employment
support services (12, 13). Primary Care Networks have been given funding to roll out social prescribing
with money allocated to recruit link workers (14). The NHS England 10 High Impact Actions which outline
plans for general practice hopes social prescribing will reduce GP workload and increase capacity (15).
The NHS Long Term Plan outlines plans to develop guidelines for how to promote health and wellbeing
within communities, as well supporting the design of local plans that have a focus on prevention and
wellbeing (16).

The majority of published research on activities that improve mental wellbeing have focused
predominately on the general population or people living with long-term conditions (17). The Foresight
project (18) outlined �ve actions to improve wellbeing, including connecting with other people; engaging
in physical activities; being aware of the world around us, often referred to as mindfulness; trying
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something new or rediscovering an old interest; and doing something nice for a friend/stranger. The
report also outlined the impact of external stressors such as debt and poor housing on mental health.

There is limited research looking at the use of activities to improve wellbeing in people living with LTNC.
Research has shown that people living with LTNCs value opportunities for peer support and social
interaction (19). Studies have explored the bene�ts of peer support groups for people living with motor
neurone disease (plwMND) and found that that peer support groups were bene�cial for some, but not all
(20, 21). Simpson et al. identi�ed that the opportunity to engage in a variety of community-based
activities was desirable for plwMND and provided purpose (22). The use of community-based exercise
groups has been found to improve the wellbeing of people living with stroke and their family carers (23).
Similarly, Yoga (24, 25) and dancing (26, 27) have been shown to improve wellbeing in addition to
physical health for people living with Parkinson’s Disease. The use of mindfulness by people living with
Multiple Sclerosis (28, 29) and Traumatic Brain Injury (30) has demonstrated a positive impact on
wellbeing. Activities such as gardening (31, 32, 33), walking (34), creative tasks (35) and music (36, 37)
have been the most widely researched for use with people living with dementia with evidence supporting
their use for improving quality of life and wellbeing.

The barriers and enablers to implementing social prescribing for long-term conditions such as diabetes,
cardiac and respiratory conditions have seen growing interest. Husk et al. found that patient motivation,
self-e�cacy and a belief in the relevance of the activity impacted on enrolment to social prescribing
programmes (38). Cost, transport, venue and timing of the activity impacted on client engagement.
Reminder phone calls, written information, introduction sessions or attendance with a ‘buddy’ supported
client engagement. Adherence was believed to need trained staff exhibiting good leadership, an activity
fostering interpersonal relationship, trust, supportive environments, individuals perceived change in
condition and absence of negative effects. Wildman et al. explored link workers perceptions of the
enablers and barriers to client engagement. Link workers felt they lacked the capacity and/or expertise to
offer clients with complex needs the high-intensity and the specialist support they needed (39). Training
focused on the wider determinants of health, behaviour change, mental health issues as well as training
on speci�c long term conditions was seen to be an enabler. These �ndings were recently echoed by
Holding et al. who found that link workers reported di�culty supporting people living with severe mental
health or physical di�culties and identi�ed further barriers related to local infrastructure (40). Cuts to
community organisations funding and the bene�ts system are believed to be signi�cant barriers to
implementing and sustaining social prescribing services (41). There are no studies examining the barriers
and enablers to implementing and engaging with social prescribing from the perspective of people living
with LTNCs.

Methods

Aim
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The aim of this study was to understand the experiences of people living with LTNC in engaging with
social prescribing services or programmes and the perceived enablers and barriers to participation. Whilst
the COVID-19 pandemic has halted nearly all face-to-face social support services, including for those
living with dementia (42), it is important to understand the extent and bene�ts of social prescribing in a
pre- and hopefully soon post-pandemic world. By establishing their understanding, their needs and
suggestions for activities to be provided as part of a social prescribing initiative, services can improve
adaptation and provide more targeted support for people living with LTNCs.

Participants and Recruitment
Convenience sampling was used to recruit patients during the monthly coffee morning at a neurological
support charity. Various LTNC support groups attend the coffee morning and were asked to cascade
information about the project through their respective groups. People with a diagnosed LTNC and family
carers of people with a LTNC (18 years or older) were eligible to participate in the focus groups.
Information on how to contact the co-investigator was provided in the patient information sheet, which
was given to anyone who expressed an interest in the study. The project lead was contacted by potential
participants and invited to a focus group. Participants were assessed to ensure they had capacity to
participate and provided written informed consent prior to participation.

The study received ethical approval from the University of Liverpool [ID: 5607] prior to study
commencement.

Procedure
Focus groups consisted of a maximum of �ve participants, and consideration was made in relation to the
needs of individuals signing up to each focus group and groups were kept to a maximum of �ve
participants to enable full participation. The co-investigator conducted the focus groups at a local
neurological support charity. Before the focus groups commenced, the co-investigator assessed the
mental capacity of all the people with LTNC and written informed consent was taken. Anyone deemed to
lack capacity was excluded from the study. The focus groups lasted no longer than 90 minutes and were
audio-recorded. All audio-recordings were subsequently transcribed and anonymised.

Data collection
Written informed consent was gained prior to participation. Focus groups were carried out at a local
neurological support charity. Focus groups were audio-recorded and lasted between 30 and 90 minutes.

Data analysis
Focus group data were analysed using thematic analysis by CG and SS, both trained in conducting and
analysing qualitative research. Thematic analysis is a method of exploring, analysing and reporting
patterns within themes and identi�ed based on prevalence and/or keyness (43). Each transcript was
analysed by two research team members (CG, SS) and common themes highlighted amongst the
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participants responses. Identi�ed codes were discussed jointly and themes agreed. Recruitment did not
allow con�rmation that saturation had been reached.

Findings
A total of four focus groups (minimum 4 participants) were carried out with a total of 17 participants, 12
female and 5 male. Participants represented the views of people living with a variety of neurological
conditions, this included multiple sclerosis (2), Fragile X Syndrome (1), epilepsy (4), traumatic brain injury
(1), essential tremor (2), ataxia (2) and subarachnoid haemorrhage (3). Two participants were family
carers and supported people living with epilepsy (1) and motor neurone disease (1).

Across the four focus groups �ve themes were identi�ed: (1) Lack of knowledge; (2) Service provision
di�culties; (3) Bene�ts of social prescribing activities; (4) Physical barriers and (5) Psychological barriers.

Theme 1: Lack of knowledge

The majority of participants had not heard of the term social prescribing. Those who had had been made
aware of it by the charity where the focus groups took place or had seen information in the media.
Reference was made to the term social prescribing and its link to a medical model of care and the
potential di�culties the term would introduce when searching for information.

“I don’t think I’d necessarily heard the term but I know what that means so I’d seen stuff about people
gardening and people being outdoors so I presumed it was all interlinked in to that side of things.”Focus
Group 1 Participant

“I have heard it in the media and the papers and actually I think there was something on BBC news
actually all about it and I might not be right but I think it is all about coming up with something that you
can do to aid your condition or your, your recovery after what might… all of us have some sort of
neurological condition so it is about that.”Focus Group 4 Participant

None of the participants had knowingly accessed a social prescribing service. For the few who had
accessed activities or groups, the trigger was a passing comment made by a health professional or was
the outcome of their own motivation to participate. Participants highlighted the need for education of
health care professionals about social prescribing so that they could consistently signpost or refer people
living with LTNCs.

“…because it was just like a two-minute thing my consultant recommended coming here because there
was no more that he could do, because he was so busy it was just like go there for help with practical
support, I hadn’t even thought of it but I was told here.”Focus Group 2 Participant

“I think also it is getting GPs on board as well because if they do, GPs are obviously snowed under aren’t
they?”Focus Group 4 Participant
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Participants felt link workers would need to have knowledge and understanding of LTNCs. There was
recognition amongst the groups that this would be a challenge given the number of neurological
conditions and the vast array of di�culties faced by people living with LTNCs. Participants made
reference to link workers needing good communication and social skills. They felt given the challenge link
workers would face, they would need to feel valued and have access to training and support.

“I think something like this, as like a booklet for people potentially going in as link workers would help
them. Like the different diagnosis, what to expect if your like…”Focus Group 2 Participant

“You need people who are like no matter who the person is or what’s in whether they are autistic or
epileptic or I don’t know, no matter what the problem is they’ve got to be able to actually communicate
with that person which would probably be di�cult to �nd”Focus Group 3 Participant

Theme 2: Service provision di�culties

The need for knowledge from link workers extended to services and activity providers. In order to achieve
this understanding, emphasis was placed on the need to involve people living with LTNCs in the
development and delivery of services. Participants recognised the cost of providing services and that
activities needed to be adequately funded.

“I mean the big thing is funding isn’t it, I mean, the NHS is struggling and we, you know social prescribing
requires money to have a link worker and valuing the fact that this link worker is important. You know you
can go to your GP and go and see the specialist nurse and whatever but they don’t fully understand what
your condition is and there are so many different conditions so funding is a big thing”Focus Group 4
Participant

“It’s all more workers thought isn’t it? You know it’s not an easy �x you know. One to one is all more work
and it’s all more expense if it’s being paid for by the NHS.”Focus Group 2 Participant

Recognition of individual differences despite the same diagnosis was important with participants
emphasising that one size does not �t all and that activities would need to be varied. Ensuring services
got to know the person living with a LTNC and focused on their abilities rather than their disabilities was a
priority.

“I think with social prescribing for neurological conditions there has to be realisation that not one size �ts
all because of the variety of the conditions you can’t just say you’ve got MS, you’ve got epilepsy whatever
maybe I’ll send you off to a gardening group. So there has got to be a real thought process behind what’s
being prescribed for people.”Focus Group 1 Participant

“Maybe it will put a lot of emphasis on the things that you can’t do anymore, and even if you can’t do
things anymore, they don’t put the emphasis on all of the stuff that you actually still can do and focus on
that instead.”Focus Group 3 Participant
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Theme 3: Bene�ts of social prescribing activities

Participants discussed the di�culties faced by people living with LTNCs. Social isolation was seen as a
signi�cant problem in all focus groups. Participants expressed feelings of loss, di�culties maintaining
relationships, managing families concerns and the impact of not working.

“The isolation is the worst part because you go from, well depending on what issue you have, I have gone
from what I had which was a very pressurised work environment, kind of working at the top of what I
could do in a very busy I suppose in and I know this sounds stupid, but being quite important in terms of
what I did to everything has gone.”Focus Group 1 Participant

“I think getting a diagnosis is isolating in itself because you can still have your friends and your family
and everyone that you used to have still around you but it’s something that has only happened to you. So
things to help people feel less isolated”Focus Group 3 Participant

Social prescribing was considered an opportunity to reduce social isolation for people living with LTNCs.
Activities provided the opportunity to socialise and connect with others. Attending activities could provide
a reason to leave the house and participation in activities provided a sense of purpose. New activities
offered the opportunity to learn a new skill and for some this was felt to act as a form of rehabilitation
promoting further recovery. Others felt activities provided important mental stimulation.

“I do a stitch club because my brain has not been working properly and I have been like well if my brain
needs to work out new ways to work let’s do something that your brain has never done before, so I stitch
and actually from stitching that got me involved in other bits and bobs so it’s just been super cool”Focus
Group 1 Participant

“I think volunteering gives you a real sense of purpose. It’s really important. Obviously it’s easier to access
for people with neurological conditions, looking for a job might be di�cult, but getting in to volunteering
can be easier”Focus Group 2 Participant

“I don’t want to sit at home and not doing anything I don’t think anyone wants that”Focus Group 4
Participant

Participants made particular reference to the bene�ts of volunteering and peer support. Opportunities to
volunteer were key to providing people with feelings of purpose and could provide an alternative to paid
employment. Meeting with people with the same or similar conditions was important for many of the
participants. Attendees could choose to talk about their conditions and gain support, alternatively they
could talk about anything other than their condition, but knew they were with people who understood.

That’s actually probably the best thing about me being in an environment with people who have got head
injuries is that nobody talks to me about it.

Focus Group 1 Participant
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Theme 4: Physical barriers
Participants raised a number of concerns regarding accessing social prescribing activities. The
availability of activities and the accessibility of buildings was recognised to be a physical barrier to
participation. Timing of activities was also discussed in relation to how medications or symptoms of a
neurological condition can impact on a person’s ability to attend activities at certain times particularly
early in the morning. Participants considered the impact �nances had on the ability to participate in
activities and highlighted problems negotiating the bene�ts system.

“Cause like you were saying before, if your bene�t that you’re entitled to is stopped your income is going
to go down so of course money to access anywhere or there being places that are local for you to go to.
It’s more expensive to get to if they’re not local anymore”Focus Group 2 Participant

“Yes, and even the time of day perhaps as well. I know speaking perhaps for XXX is that she is always
better, livelier because of medications in the morning, and we’ve spoken to other people and by the
afternoon because of the medications they are on they’re weary and need a rest and tend not to go out in
the evenings as well for various reasons, so mornings tend to be, certainly for us and others that we know,
are better.”Focus Group 1 Participant

Diagnosis with a neurological condition can result in temporary or permanent restrictions on driving. All
the groups talked about the impact of being unable to drive and issues relating to accessing public or
private hire transport.

“I’m sort of the isolated sort of way because I’m unable to drive due to my condition so when my mum
who is also sitting next to me, is out then I can’t drive so I’m sort of isolated so I’ve just sort of sat there
and there is no outreach like kind of groups for me and unless I’m able to get taxis to places”Focus Group
1 Participant

“You go out and you might have a seizure or the train or on the train platform or on a bus and people
won’t help you or in a taxi and you might get chucked out the taxi just anywhere or the taxi driver’s going
to act real funny about it so you end up sort of thinking ‘oh, you know, it’s just sensible if I stay at home’…
and then you do stay at home and then you never leave…and then you just get comfortable staying
in”Focus Group 3 Participant

Theme 5: Psychological barriers
All groups highlighted a number of psychological barriers. Reduced con�dence and anxiety was regarded
as a barrier to people with LTNCs visiting new places or joining groups and activities. Concerns related to
physical symptoms, communication and duration of increasing isolation was discussed. Families’
worries about the person living with a LTNC and needing to manage their concerns was explored as
another potential barrier.
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“I’d love to get out and about a bit more but the fear of going out and the fear of tripping that’s what
makes me think about, I know I shouldn’t because I’m over reacting or you may think so but me, I’m not. I
panic, I am a panicker.”Focus Group 3 Participant

“I think one of the biggest issues is the actual carer or family that are trying to maybe cocoon the person
with the neurological condition and making assumptions like ‘well I don’t think they can do that’ because
they are trying to be overprotective so I think it’s the link worker tried also needs to work with the family to
ensure the family are and the carers are comfortable because once they feel that comfort then they will
work with the link worker”Focus Group 3 Participant

Stigma and lack of acceptance by others was seen as a signi�cant barrier for people living with LTNCs.
The general public’s awareness of LTNCs was felt to be poor in particular their understanding of hidden or
invisible disabilities. There appeared to be a strong desire to be accepted and treated like everyone else.

“Well the main worry is if you haven’t gone so long without a seizure and you’re frightened of people’s
reactions... Cause I’ve been stopped by the police for being drunk and I don’t even drink…because they
don’t understand the condition, you know there’s people with different disabilities they don’t understand.
Because I always say role reversal, you’ve got to have been through it to understand it”Focus Group 3
Participant

“I think with anybody who has had a neurological condition physically you look �ne, it is what’s going on
in the inside and people don’t, don’t know and that is due to lack of knowledge, lack of education.”Focus
Group 4 Participant

Participants felt access to support to attend groups would be important and they felt consideration was
needed as to how long this support was provided. Participants felt people living with LTNCs may require a
more prolonged period of support to be able to continue participation independently.

“I think sometimes with neurological conditions the person needs to be there to support them a little bit
longer than maybe someone who doesn’t have a neurological condition”Focus Group 4 Participant

Discussion
These are amongst the �rst �ndings to explore the potential bene�ts and perceived barriers to accessing
social prescribing for people living with LTNCs. Participants highlighted that there was very little
knowledge of social prescribing amongst people living with LTNCs. Those who had accessed social
prescribing activities had done so by chance and as a result of their own proactiveness. The lack of
signposting by health professionals was apparent and there was an agreed need for health professionals
to be educated about social prescribing. Bickerdike et al. reported that social prescribing was unfamiliar
to many GPs and in order to engage participants they required a good clear explanation (44). This
sentiment is echoed by Bertotti et al. who found that ‘buy in’ from GPs was essential with adequate time
allocated during consultations to explain social prescribing (45).
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The bene�ts of participation in activities was recognised by all the focus groups. Participation was seen
to provide meaning and purpose. A strong emphasis was placed on the social bene�ts of participation.
Meaningful activities are known to offer opportunities for happiness, satisfaction and connection with
others (46). Social isolation and loneliness is experienced by many people living with a neurological
condition. It is well documented that, in the long-term, individuals with traumatic brain injury (TBI) are less
active in social and leisure activities and they experience a drastic decrease in the number of friends and
the frequency of social contact (47). The same can be said for those people living with dementia
especially if living alone (48).

Stigma was found to impact on social identity leading to loss of con�dence and anxiety. Research into
stigma particularly the impact of living with epilepsy has shown that stigma can result in a perceived
reduction in social value and poor quality of life (49). Peer support was an important element of social
participation as this helped to provide a sense of acceptance and belonging. Research suggests peer
support helps people to manage their long term conditions and should be valued (50). Having access to
support to attend activities was important to aid con�dence. Siette et al suggest that befriending
interventions can potentially in�uence mental health outcomes and personal relationships for people
living with mental and physical health problems (51).

Support to return to work or to �nd volunteering opportunities was a desirable area for link worker support
for many of the participants. People with LTNCs who fail to return to work after injury or onset, or who are
encouraged to relinquish work prematurely may be �nancially disadvantaged, have a poorer quality of life
and suffer adverse health outcomes such as anxiety and depression (52, 53, 54). For example, returning
to work or education is a major goal for many people who sustain a TBI but only about 41% are in work at
one and two years post injury (55). Studies of employment and work loss in Multiple Sclerosis cite
unemployment rates ranging from 24–80% and unemployment has been associated with disease
progression and an increase in symptoms (56). These consequences result in increased consumption of
health resources including GP services and consultant contacts.

Participants discussed the physical barriers to accessing social prescribing activities. Transport was seen
as a signi�cant barrier to participation. Many studies have highlighted that transportation is often a
barrier to participation in community based activities (22, 57, 58, 59). Without changes to local
infrastructure transport will continue to be a barrier for many people not just people living with LTNCs.

Participants emphasised the need for knowledgeable link workers and services given the complexity of
LTNCs, the challenges faced by many living with a neurological condition and the importance of
individuality. A recent systematic review (60) examined the experiences of people living with LTNCs
engagement with community rehabilitation and support services. They found that outcomes of self-
e�cacy and self-management were important for people with stable and progressive LTNCs. Interactions
with individual professionals were found to in�uence engagement and desired outcomes. As a result,
training should develop the advanced communication skills and behaviours required to facilitate self-
e�cacy and self-management.
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The �ndings of the study are particularly relevant given the COVID-19 pandemic and the shielding
restrictions placed on many plwLTNCs due to their diagnoses and comorbidities (61). Although carried
out before the national lockdown the study highlights the array of barriers already faced by plwLTNCs,
but many will now face new barriers such as deteriorations in their mental health. Many stroke survivors
have experienced increased social isolation and changes to their mental wellbeing as a result of being
unable to leave their homes and as a consequence of restrictions placed on services such as community
rehabilitation (62). As restrictions lift many will continue to experience new barriers to participation.

This study was subject to some limitations. It is recognised that the study included a small number of
plwLTNC and participants may not be representative of all LTNCs. As a result of convenience sampling,
our study included people with multiple sclerosis, Fragile X Syndrome, epilepsy, traumatic brain injury,
essential tremor, ataxia and subarachnoid haemorrhage. The family carers supported people living with
epilepsy and motor neurone disease. However, this is one of the very �rst studies exploring the extent and
bene�ts of social prescribing in LTNCs, indicating steps for future research to build on, such as expanding
the participant pool to incorporate a greater variation of LTNCs. The majority of participants were regular
attendees at the charity where the focus groups were run and this may have in�uenced their responses.
The study may not represent those plwLTNC who experience signi�cant di�culty leaving the house and
are in greater need of social prescribing than those people represented in this study. Future research
should aim to reach out to those who are unable to leave their homes to establish if they experience the
same or different barriers to social prescribing activities.

Conclusions
As one of the very �rst studies exploring the extent and bene�ts of social prescribing in LTNCs, this study
emphasised the need to consider the whole system and how social prescribing can be framed to meet the
needs of plwLTNC. Future research should explore how best to enable participation by overcoming
physical and psychological barriers and by identifying interventions that reduce the impact of
psychological barriers such as stigma. A particular focus needs to be set on the impact of the COVID-19
pandemic on engaging with social prescribing, as this is likely to have thrown up further barriers in
accessing general social support, as emerging evidence highlights for people with dementia and carers
(63). Local infrastructure needs to evolve in order to reduce the physical barriers faced by plwLTNC in
particular transport. Without major changes, plwLTNC will endure further inequalities relating to the
delivery and accessibility of social prescribing.
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