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Foreword 

Carer education and support interventions in psychosis comprise key components of NICE 

treatment recommendations for psychosis 1 and provision of NICE compliant care as per the 

early intervention access standard.2 There is, however, minimal clarity on what precisely 

constitutes the best approach to providing these interventions and how they should be offered, 

and local initial surveys highlighted significant variation in practice.  

This report was commissioned to briefly summarise current published evidence on carer 

educational and support interventions, and provide a narrative on best practice 

recommendations, which are clearer from the available evidence, to inform service delivery. 

The report was primarily designed for use by individual EIP practitioners, who are designing 

carer education and support interventions, and for team, service managers and clinical leads 

seeking to ensure that their carer education and support offer is robust and of good quality. It 

may also be of potential interest for commissioners looking for information to inform service 

specification and evaluation.  However, the report was not conceived or presented as a 

prescriptive ‘how-to’ guide. 

In line with the current literature and the developing evidence base, practitioners do have 

considerable freedom and flexibility in the methods adopted to engage with and support 

carers with their educational and support needs, and tailor their support to the presenting 

needs of the populations with which they work.   
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Key points  

• The typical age of psychosis onset means that many people who experience a first 

episode of psychosis (FEP) will live or be in close contact with their families, who 

themselves will often assume informal caregiving roles.  People who have carer support 

can experience improved outcomes, including reduced relapsed rates and better service 

engagement. 

• The caregiving role is valuable and widely recognised as an important component in 

the overall care package to those experiencing a FEP. However, the role can negatively 

impact carer health and functioning, and leave most carers with information and support 

needs of their own.  Helping carers to adjust to and understand the changing needs of 

their relative with psychosis can improve their wellbeing and impact outcomes for the 

relative with psychosis. 

• Carers will often experience a range of needs in relation to how they conceptualise and 

make sense of psychosis, effective coping strategies, responding to crises and dealing 

with a relapse, and emotional support and their own wellbeing. Unfortunately, carers 

can feel overlooked or neglected by services. This is why treatment guidance (e.g 

National Institute for Health and Care Excellence) and best practice guidance 

recommend the provision of active support carers. There are different obstacles that can 

impact the effective provision of interventions for carers, which can include carer 

beliefs that they do not require any support or do not have enough time to engage or 

staff feeling unclear (or uncertain) about what support is actually available.  Having an 

awareness of these obstacles and sensitivity to the timing of offers of carer interventions 

might help to facilitate carer engagement. In addition, a consideration of the different 

choices and options available, which may have different relevance to carers at different 

points in their EIP service journey, is also likely to be of benefit. A consideration of the 

systems that a service has in place to accurately record data on carers, the number of 

carers who are offered information and support interventions, the levels of service 

uptake, and those who decline support offers might provide helpful information for 

services to target their offers and tailor their support to the specific presenting needs of 

their local population. 

• The current literature on carer focused psychoeducation and support interventions 

included individual and group based interventions and highlighted the flexibility and a 
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degree of freedom that practitioners can have in responding to carer needs at FEP and 

offering care in accordance with treatment and best practice. 

Supporting carers at the first episode 

Taking on a caregiving role is not a decision that individuals typically report having had a 

choice in making or any time to think about in advance.  It will often be a role that happens 

very quickly and taken on in response to fast moving and a complex set of events. Therefore, 

it will be a role that carers are likely to have several questions about (e.g. Will my son be able 

to have children? Should I give up my job?   Are the medications addictive?), in addition to 

dealing with the stress and impact of psychosis on their relative, their own wellbeing, and other 

key relationships.  

Carers have a broad range of needs that largely relate to illness information (e.g. how best to 

understand the illness), emotional support, coping strategies (e.g. how to respond to a relative’s 

symptoms), self-care (e.g. impact on their mood), and dealing with a crisis.3 These needs can 

be particularly evident during the early illness phase when carers are likely to experience shock, 

fear and confusion as they encounter the illness, treatments and NHS services for the first time.  

The needs can also be impacted by the ethnic and cultural background of carers.4-5   

Unfortunately, carers’ subjective experience of mental health services can often be negative 

with evidence suggesting that some carers can feel marginalized, excluded and/or overlooked 

by care providers.6-7     The importance of working in partnership with the families of service 

users and offering best practice and evidence based information and interventions is reflected 

in treatment guidance for psychosis published in several areas across the globe including the 

UK, Canada, Australia and USA. 1-2, 8-10 
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Carer focused psychoeducation and supportive interventions: key 

areas 

In accordance with NICE Guidance (2014)1 and EIP access and waiting time standard 

guidance,2 there is a minimum standard expectation that carer focused education support 

programmes are offered as early as possible to all carers. Though interventions may be 

provided as part of the NICE (2014) recommended structured family interventions, it is 

recognized that they can also be delivered independently, as separate, standalone interventions.  

Given the diversity of the groups affected by psychosis, consideration of and sensitivity 

towards a carer’s specific information and support needs and cultural and ethnic background 

should be given.  

A) Emotional support 

Emotional dysfunction (e.g. anxiety and depression) is elevated in FEP carers.11-12 Different 

factors can impact on carer distress, including the experience of an inpatient admission.13,14   

Carer distress can manifest in various ways including sleeping difficulties,15 preoccupation and 

worry, frequent telephone contact with the team, and emotional reactivity. The experience of 

loneliness in caregiver groups has been identified as an important issue.16   Carers, like the 

relatives they provide care for, can find themselves quickly isolated following the initial onset 

of psychosis and over the course of their caregiving role.17-18 Recent evidence suggests that 

they are ten times more isolated that non-carers17 but can also be more isolated than carers of 

people with other conditions such as brain injury.19     

There is currently no uniform definition of what constitutes the best and most effective 

way to provide emotional support to FEP carers. Different strategies focusing on 

individual and group based carer support have been evaluated.  Staff, therefore, can 

enjoy some flexibility in how they provide carer support and tailor it to the presenting 

needs of their local group. 
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Addressing carer emotional needs 

To assess a carer’s emotional support needs (i.e. what things they might need to help them 

feel more emotionally supported in their parenting/sibling/partner/child/friend etc role), it 

would seem helpful, initially, to make enquiries with the carer about their current situation 

and needs. For example, carers might be asked the following: 

• How are you feeling about things? 

• How are you coping with the impact of those feelings? 

• How are you coping with their current situation? 

• We know that the type of difficulties that your [insert relative’s name] has 

experienced can affect everyone in the family…how have you been 

 

Carer responses to these questions might be used to frame and guide subsequent 

conversations that staff can have about available support options on offer within the service 

or are more widely available locally, nationally and digitally.    

At an absolute minimum level, all identified carers should be provided with updated 

information on local carer support groups, support and crisis helplines. In terms of group 

support, these might be offered ‘in house’ by the EIP service or by a voluntary non-statutory 

(charity based) organisation (e.g. Rethink Mental Illness).  

A discussion about available support should be one that any staff member should be able to 

have. To support this process, a service may wish to develop a brief document (e.g. 2 sides 

of A4) listing available support groups, helplines etc. Since carers are likely to be impacted 

by the difficulties with their relative, minimising the number of different documents carers 

have to consult with to find out about relevant sources of support would seem sensible 

 

Helpful support resources  

• Rethink Mental Illness - Mental health charity, which provides information and advice 

on different aspects of mental health (https://www.rethink.org/). RMI often facilitate 

carer support groups (https://www.rethink.org/about-us/our-support-groups) 

https://www.rethink.org/
https://www.rethink.org/about-us/our-support-groups
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• MIND -Mental health charity offering help and advice to individuals experiencing 

mental health difficulties and their families and loved ones. 

https://www.mind.org.uk/information-support/types-of-mental-health-

problems/psychosis/#.Wog8eq5l-Uk 

• SANE - Mental health charity offering help and advice to individuals experiencing 

mental health difficulties and their families. www.sane.org.uk 

0845 767 8000 (Everyday 6pm-11pm)  

Online support forum -

www.sane.org.uk/what_we_do/support/supportforum/support_rooms 

• Carers UK- is a charity providing specialist advice and support for carers. It has an 

online forum https://www.carersuk.org/help-and-advice/get-support/carersuk-forum 

 

B) Group psychoeducational and support interventions  

Lowenstein and colleagues20 evaluated a 12-session group delivered over 6 months for 18 FEP 

carers in the Southampton area. The closed group focused on several different topic areas, 

including what is psychosis? medications, stress management, substance misuse, relapse and 

recovery issues. Group attendance was linked to significant reductions in carer reports of 

anxiety, depression and burden.  

Riley et al21 completed a qualitative evaluation of an 8-week education group for FEP carers 

from an EIP service in Gloucestershire. The carer participants reported several gains from 

attending the group, including an improved understanding of psychosis, increased confidence, 

and reductions in reports of isolation, and feelings of guilt. More recently, Onwumere et al22 

evaluated a 3 session group intervention for 68 FEP carers in London. The group content was 

focused on caregiving experiences, coping strategies, and illness beliefs. The results indicated 

significant improvements in how carers conceptualized the illness, including apportioning less 

blame about the illness to themselves or their relative, and having a better understanding about 

the timeline and course of the illness. Following their group attendance, carers also reported a 

significant improvement in their confidence to respond to difficulties.  

In a quasi-experimental design, Sadath et al23 evaluated a 7-session psychoeducational group 

intervention for 59 FEP carers in South India. Carers allocated to the intervention (via non-

https://www.mind.org.uk/information-support/types-of-mental-health-problems/psychosis/#.Wog8eq5l-Uk
https://www.mind.org.uk/information-support/types-of-mental-health-problems/psychosis/#.Wog8eq5l-Uk
https://www.carersuk.org/help-and-advice/get-support/carersuk-forum
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random assignment), exhibited significant improvements in levels of carer support and their 

perception about the quality of the caregiving relationship. However, the gains were not 

maintained at three months follow up and improvements were also noted in the nonintervention 

group. Petrakis et al24 examined outcomes from a 5 session ‘Journey to Recovery’ 

psychoeducation information group for FEP carers in Australia.  The results suggested 

significant improvements to carers’ understanding of psychosis, recovery and relapse 

prevention. In the same service, Day and colleagues25   evaluated the same group ten years later 

and identified similar improvements in carer outcomes. 

In Hong Kong, So and colleagues26 reported findings from a waiting list controlled study   

investigating outcomes of a 6-week intervention for 45 FEP carers. Participants were 

randomised to the experimental arm (n=22) or wait list (n=23) and there was a 6 month follow 

up of outcomes.  The intervention comprised 90 minute sessions that were led by a master’s 

level psychologist.  Carers had phone contact with the therapist before the group commenced 

and were contacted following any sessions they may have missed.  The sessions incorporated 

homework and role play, and topics focused on psychoeducation, treatments, difficult 

behaviours, stress management, communication skills, and relapse prevention. Participants 

were also invited to suggest topics for discussion. The session approach was focused on 

encouraging open discussion between attendees; all sessions include a break mid-way through 

to promote peer interaction and support.  Groups had a total of 4- 8 participants.  

Post intervention, the key findings suggested significant improvements in carer knowledge 

about psychosis, which were also maintained at 6 month follow up. Carers coping styles also 

showed significant changes at post intervention.  Less adaptive coping strategies, for example, 

those based on avoidance, showed significant decreases.  However, carer’s use of problem 

solving strategies also reduced post intervention. In explanation, the authors argued the overall 

reduction in carer coping was a consequence of their improved knowledge and understanding 

about psychosis. Changes in coping strategies were also not maintained at 6 months. There 

were no effects of the group participation on other key outcome measures on overall carer 

burden and positive caregiving experiences or patient perceptions of the caregiving 

relationship.  

Following a review and discussions in your service, you might decide to run your own ‘in 

house’ carer focused group. There are four main areas that you might find helpful to 

consider.  
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i. Group structure 

For the effective running of any group, establishing the structure (e.g. attendance, timings, and 

communication styles) and giving consideration to issues related to group location (CMHT vs 

community venue), duration (e.g. fixed length vs open ended), content (e.g. ongoing 

programme vs, fixed rolling programme), and other factors that can impact on carer 

engagement is important. It was not always clear from the published papers about the time 

when the groups ran. However, we know that carers in paid employment and/or with other 

caregiving responsibilities (e.g. caring for school age children) might have less flexibility over 

when they are able to attend meetings. Alternating the timing of groups from one week or 

month to another might facilitate attendance for some carers.    

ii. Group facilitators 

Given the work required to facilitate a group, a minimum of two staff members to run it might 

be a sensible starting point for those considering establishing their own group. Having expert 

speakers sourced from within the team and externally to provide guest lectures on key topics 

(e.g. confidentiality, managing symptoms) might be a helpful way to distribute the workload 

and support greater awareness amongst the staff group of carer issues.  

iii.Topic areas 

If a service were to run their own carers’ group, there are many different topic areas to 

potentially include. These topics are informed by the topic areas reported in the group 

intervention studies and general issues reported by FEP carers. (See text box below for examples 

of topic areas). 

iv.Carer feedback 

Seeking participant feedback about the helpfulness of the group sessions and other aspects of 

it can offer useful data as part of an ongoing process to improve what the service offers. Key 

components of feedback can relate to carers’ levels of satisfaction with the group, areas they 

have found helpful/less helpful and the friends and family test (see Appendix 1 for an example).  

Whilst we know that most of those experiencing psychosis will have their first episode during 

late adolescence/young adulthood,27 when they are likely to be co resident or in close contact 

with family of origin,28  first onset can occur at any stage during adult and older adult years.29-

31  For those experiencing this, their pattern of family relationships (e.g. having children as 
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carers) and co morbidities (e.g. trauma, physical health problems32 might impact on their 

specific needs for support and preferred mode of delivery. For example, adult child caregivers 

might be in employment and have their own young families and, therefore, have less time (or 

diary flexibility) to participate in group based supportive interventions.      
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Suggested topic areas for early psychosis carers groups  

• Understanding and orientation to the EIP service (e.g. how it works, opening 

hours, staff groups, terminology, CPA, confidentiality)  

• Understanding psychosis (e.g. diagnosis, symptoms, causal models, medications, 

non-pharmacological treatments) 

• Medications (e.g. range, purpose, dispensing options (e.g. LAI), management of side 

effects unwanted side-effects, clozapine) 

• Living with psychosis (e.g. impact on relationships, lifestyle) 

• Recovery approaches (e.g. what is recovery, factors that might 

impact/facilitate/detract from recovery)  

• Substance misuse (e.g. cannabis use, alcohol, legal (illegal highs), energy drinks) 

• Physical health (e.g. weight gain, oral care, sexual health, smoking, diabetes) 

• Caregiving experiences (e.g. experience of and dealing with loss, worry, frustration) 

• Managing different symptoms (e.g. negative symptoms, delusional beliefs, 

hallucinations) 

• Dealing with difficult behaviours (e.g. aggression, gambling, social media, poor 

self-care) 

• Effective communication styles 

• Staying well/ relapse prevention plans (e.g. early warning signs, accessing help 

during a crisis) 

• Carer health and wellbeing (e.g. recognising stress and its effects, diet, sleep, 

respite) 

• Siblings (e.g. fear of becoming unwell) 

• Finance 

• Accommodation 

• Carer assessments  

• Carer support and resources external to EIP services (e.g. Rethink Mental Illness, 

MIND) 

• Transition to non EIP services 
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C) Individual psychoeducational interventions 

Leavey et al33 undertook a randomised controlled trial (RCT) of a link worker led 

psychoeducational and support intervention for 106 FEP carers, from an ethnically diverse 

catchment area of North London. The intervention comprised seven individual sessions, each 

of 60 minutes duration, delivered in the carer’s home (or location of their choice), and at a time 

to suit their needs. The sessions covered different topic areas focused on understanding 

psychosis (e.g. symptoms, treatments), early warning signs, coping strategies, and enhancing 

communication with their relative with psychosis. Carers were given information on relevant 

resources (e.g. support groups) and a written information pack about psychosis.  The link 

workers were bilingual, from ethnically diverse backgrounds, and trained to offer the 

intervention by a psychiatric nurse and family support worker. Carers, where possible, were 

matched to link workers with similar ethnicities.  

The study failed to reveal any significant differences in primary outcomes between participants 

in the intervention (n=57) and treatment as usual (TAU) (n=49) groups, in terms of reported 

levels of service satisfaction or the number of days their relatives with psychosis spent in 

hospital over the duration of the study. Levels of non-participation and non-completion were 

high.  Only one quarter (42%) completed the intervention and a smaller proportion were 

recorded as having partially completed. There were also several carers who declined the offer 

for support and did not wish to be involved in the study.  

There will be some carers who, for a variety of reasons, are unable to attend group based 

psychoeducation programmes and therefore, individual sessions would be indicated. The 

session content (topic areas) would ideally be needs led and very much tailored to their 

family situation. That said, the topics are likely to include similar topic areas reported in 

group interventions (e.g. symptoms, coping).  

Further reading:  

 

• Caring for yourself – Booklet 1-8: Taking care of yourself– Rethink Mental Illness 

https://www.rethink.org/resources/c 

 

 

https://www.rethink.org/resources/c
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D) Mindfulness and ‘third wave’ approaches  

Carer distress in psychosis has been linked to several factors, including ruminative and worry 

processes.34   In recent years, cognitive therapy approaches based on mindfulness and 

acceptance based strategies (the commonly termed ‘3rd wave’ CBT based therapies e.g. 

mindfulness based cognitive therapy, acceptance and commitment therapy, metacognitive 

therapy) have increased in popularity and received more research evaluation of their  

application to psychiatric conditions35 and with caregiver populations.36 

In a move away from the traditional therapy focus on content of thoughts, the third wave 

interventions work by targeting an individual’s thinking styles, and how they relate to and think 

about their thoughts (e.g. avoidance). There is a small collection of pilot studies in FEP that 

have reported on feasibility data exploring the application of 3rd wave therapies to supporting 

carers of people with psychosis. To date, most studies have focused on the application of 

mindfulness approaches. 37-39 

Whitehorn et al.37 investigated qualitative outcomes from 10 FEP carers who participated in an 

eight session, mindfulness based support group. Each session was 90 minutes in duration. The 

first four sessions were run on a weekly basis and the remaining sessions were delivered over 

the course of an eleven month period.  The key themes extracted from focus group and 

individual interview data indicated that carers linked their mindfulness practice to 

improvements in their relationships, a sense of feeling at ease, calmer, and feeling less 

emotionally reactive.  

Clarke et al.38 reported findings from a service evaluation of a 9 session mindfulness based 

cognitive therapy group for carers of people with mental health problems. The group was run 

within a London mental health NHS Trust.  Eleven carers had applied to take part in the study, 

which represented 5% of the eligible carer population. The final sample, however, was made 

up of eight carers only. Eligible carers were not exclusively FEP with some providing care for 

relatives with anxiety and bipolar disorders.  

In terms of findings, two carers dropped out of the group half way through.  There was an 

overall 72% attendance rate with two people attending all sessions, 2 carers attending eight 

sessions, one person attending six sessions, and three people attending four sessions. The rate 

of homework completion (e.g. mindfulness adherence exercises) was 35%. Reasons for non-

completion were equally linked to caregiving and non-caregiving issues. Though no significant 
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differences were observed in carers’ perceived stress levels, carers expressed satisfaction with 

the intervention.  

Moorhead39 presented data from a feasibility study of an eight session (1 hour duration)  

mindfulness group for service users, staff and carers in an EIP service in Newcastle, England. 

There were nineteen participants of whom three were carers, five were staff and eleven were 

service users.   The median number of sessions attended by carers was 7 (range 3-8) compared 

to 5 sessions for staff (range 4-7) and for service users (range 1-7). Participation in the group 

was linked to positive changes in participant functioning (e.g., Clinical Outcomes in Research 

Evaluation CORE-OM),40 which were more apparent in the small group of carers and the 

service user group.  Conclusions about the acceptability and usefulness of the mixed group 

were difficult to determine, since only four participants (of whom two were carers) provided 

data on these areas.  Nevertheless, data from the four participants indicated support for the 

acceptability, usefulness and enjoyability of the group.  

Helpful resources 

Mindfulness 

https://www.futurelearn.com/courses/mindfulness-life 

Monash University 

 

E) Self-help, guided and digital interventions 

There are ongoing developments in the application and evaluation of self-directed (self-help), 

digital interventions in early psychosis carers. Such interventions are said to afford carers a 

greater degree of flexibility in their decisions of when, where and how they choose to engage 

with the intervention. The interventions are typically packaged as being less demanding of 

clinician resources, cost effective, and can offer opportunities for online social networking. 

McCann et al41 reported on findings from an RCT of a self-directed, real world problem-solving 

intervention for FEP carers in Melbourne, Australia. The intervention comprised five modules 

(i.e. strengthening carer wellbeing and coping skills; getting the best out of support services; 

promoting wellbeing of FEP patient and preventing relapse; dealing with effects of the illness 

(e.g. hallucinations) – which was subdivided into two modules). The modules ran over five 

https://www.futurelearn.com/courses/mindfulness-life
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weeks and carers completed them independently. Each module was designed to last 

approximately two hours and included exercises and reading materials. Participants received 

weekly check in phone calls to see how they were engaging. Compared to the TAU group 

(n=63), there was partial support for the efficacy of the intervention group (n=61) with 

indications that it led to improvements in problem-solving abilities regarding issues of 

impulsivity and carelessness.  

Similarly, as part of an RCT, Chien et al42 evaluated the same intervention manual with FEP 

carers in Hong Kong, but with some modifications to the length of the intervention and the 

degree of support provided by clinicians. Thus, the intervention ran over 20 weeks and was 

supplemented by two one hour group sessions, 3 group review sessions, and bi weekly progress 

phone calls. The results indicated significant improvements in caregiving experiences, 

including an increase in positive caregiving appraisals, and a reduction in carer burden. The 

intervention also proved beneficial to patient outcomes with a significant reduction in the 

severity of patient symptoms and length of hospitalization at the 6 months and one year follow 

up.  

Lobban et al43 reported the 6-month follow up findings from an RCT evaluating FEP carer 

outcomes following participation in a self-management intervention programme – ‘Relatives 

Education and Coping Toolkit’ (REACT). The toolkit comprised 13 modules (e.g. what is 

psychosis, managing positive and negative symptoms; dealing with crises, and difficult 

behaviours; managing stress, thinking differently, treatment options, resource directory and 

jargon) that could be flexibly engaged with, depending the specific needs of the carer.  It also 

included case examples, signposting to relevant resources and services, and was available in 

online and printed formats. The length of individual modules ranged between 11 to 23 A5 

pages. Carers were supported and guided in the intervention by a support worker in the EIP 

teams. This comprised an initial face-to-face meeting and weekly telephone or emails over the 

course of 6 months. Support workers were required to complete 4 days of training for their role 

and attended monthly supervision. Carers in the intervention arm compared to TAU had 

significant reductions in their levels of distress and improvements in perceptions of support, 

and their ability to cope. REACT is currently being evaluated as part of a larger trial and will 

end in September 2018, after which time the authors plan to make the toolkit widely available 

for use by other services.44  
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Chan et al45 provided an account of an interactive Internet based self-help education 

programme for FEP carers in Hong Kong (IPEP) (www.ipep.hk). The programme offered an 

online resource utilizing written information and YouTube videos from healthcare 

professionals on different issues related to understanding and managing psychosis and its 

impact (e.g. treatments, causal models, and risk management, lack of motivation, self-care, and 

refusal to take medication). Materials were provided in English and Cantonese to support 

accessibility. The site also comprised a moderated online forum to support peer connections 

and learning. Carers could post questions to health professionals and view responses from other 

carers. Over an 18 month period, 809 carers had enrolled on the site, of whom one third were 

male (31.6%). Participants were mainly aged in their early 40s. Based on data from a smaller 

sub sample (n=81), the authors noted that carers rated the site easy to use (80%) and found the 

information on psychosis, staff videos and service updates particularly helpful.  

Gleeson et al46 are currently completing a cluster RCT assessing outcomes from FEP carers, 

participation in a novel online program (‘Altitudes’).  The platform includes opportunities for 

social networking, peer and expert moderation, interactive therapy and social networking. The 

study will record carers’ stress levels and other indicators of carer morbidity and wellbeing. 

There is also a National Institute of Health Research (NIHR) funded programme evaluating the 

effects of an online resource for the families and friends of people with psychosis – ‘carers for 

people with psychosis e-support resources’ (COPe Support) http://cope-support.org/ 47 It is 

provided by researchers at St George’s University and King’s College, London University and 

will be completed by 2020 with outcomes published soon after.  

Helpful resources 

Caring for people with psychosis and schizophrenia course 

https://www.futurelearn.com/courses/caring-psychosis-schizophrenia 

King’s College London 

 

F) Relapse prevention 

There is robust evidence confirming significantly elevated rates of reduced life expectancy in 

severe mental health populations48 including FEP patient groups.49-50 Suicidal risk is 

http://www.ipep.hk/
http://cope-support.org/
https://www.futurelearn.com/courses/caring-psychosis-schizophrenia
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particularly elevated in the early illness phases51-52 and preventative strategies are an important 

focus for services. Psychotic disorders are typically characterised by high levels of relapse 

which are particularly evident in the early years following first episode.53-54   Relapses can 

impact significantly and negatively on an individual’s hope and optimism about their future 

and recovery outcomes.55    Whilst we know that the prospect of a relapse can be anxiety 

provoking and associated with considerable fear and despair for patients,56 similar feelings can 

also be observed in carers.57-58  In a recent qualitative investigation of FEP carers’ experiences 

of relapse, families reported high levels of fear, anxiety and worry about relapse. These feelings 

were driven by a combination of factors, including a lack of confidence in feeling able or 

equipped to recognise and cope with a relapse in their relative. The results highlighted a need 

for FEP carers to access support and information on relapse.57 

Carers can be one of the first groups to notice the early signs of relapse (and crises) and can be 

instrumental, during these periods, in securing the timely input of services and support for their 

relatives.59-60 As reported earlier, carer support is linked to significantly lower rates of patient 

relapse in early psychosis61      

It can be helpful, therefore, to work with carers on developing their relapse 

prevention(crisis) plan (e.g. what early signs they might notice if things were not going so 

well with their relative? what they could do? who could they contact if they had concerns? 

what support might be available for themselves?). This could happen as part of an 

individual or group approach. A patient relapse plan would still also be indicated. 

Further reading 

• Lai S, Malla A, Marandola G, Therialult J, Tibbo P, Manchanda R et al (2017). 

“Worried about relapse”: Family members’ experiences and perspectives of relapse 

in first-episode psychosis. Early intervention in Psychiatry, 1-6 DOI:10.1 

111/eip.12440 

 

• Caring for yourself – Booklet 6 Relapse management and staying well – Rethink 

Mental Illness https://www.rethink.org/resources/c 

   

G) Self-care: sleep 

During periods of stress, illness and following significant life events, it is not uncommon for 

an individual’s usual sleep pattern to be adversely affected, which can impact on their quality 

https://www.rethink.org/resources/c
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of life and day-to-day functioning. Sleep disturbances have been recorded in different carer 

populations62 including psychosis.63   There are recent data documenting sleep disturbances in 

FEP, which might also impact on their overall caregiving experiences and mood. 

Consequently, general enquires about carer wellbeing, including their sleep, might be helpful 

and provide a useful opening to offer helpful information and signposting for further help, for 

example, visiting their General Practitioner.  

Helpful self-care resources 

• https://www.nhs.uk/LiveWell/sleep/Pages/sleep-home.aspx; 

• https://www.mentalhealth.org.uk/publications/how-sleep-better; 

• https://www.carersuk.org/help-and-advice/health/looking-after-your-health/getting-

enough-sleep)  

• https://www.sleepio.com/ 

• Caring for yourself – Booklet 6- Taking care of yourself– Rethink Mental Illness 

https://www.rethink.org/resources/c 
 

Summary and conclusions 

Though we know that carer interventions can be helpful, there are few indicators from the 

literature on how best to deliver the interventions at FEP, which affords staff and services 

flexibility in how they choose to provide carer psychoeducation and support interventions. 

The majority of initiatives summarised have been psychoeducational coupled with 

opportunities to connect and talk with peers and mental health experts, and optimise coping 

skills.  It is notable that few of the intervention programmes provided follow up data on carer 

outcomes.  That said, we know and can expect that information needs for FEP carers are likely 

to vary over time. Carers are therefore likely to benefit from different opportunities to facilitate 

their understanding about psychosis and improve their own coping and support networks.  

Since FEP carers can experience high levels of clinical distress and sleep difficulties, which 

are likely to negatively impact on the degree to which they feel able and ready to take up offers 

of support and engage with interventions, a system of how offers of support are made and 

revisited if carers decline or disengage, should be considered. 

The importance of seeking feedback from carers about their experience of a carer focused 

intervention would be important as part of efforts to improve the quality of the initiative and 

helping the service to be responsive where possible, to the presenting needs of carers.  

https://www.nhs.uk/LiveWell/sleep/Pages/sleep-home.aspx
https://www.mentalhealth.org.uk/publications/how-sleep-better
https://www.carersuk.org/help-and-advice/health/looking-after-your-health/getting-enough-sleep
https://www.carersuk.org/help-and-advice/health/looking-after-your-health/getting-enough-sleep
https://www.sleepio.com/
https://www.rethink.org/resources/c
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Finally, for those staff undertaking with carers (as is the case with patients), a consideration of 

their own support and supervision needs should be given to improve the likelihood of carer 

focused work embedding itself within a team and continuing. It seems important to note that 

carer stories and their experiences can be upsetting and difficult at times, and do not always 

readily present with a ‘solution’. Consequently, and understandably, this can leave staff feeling 

somewhat helpless or frustrated about what help they can offer. In turn, these feelings might 

lead to avoidance of working or actively engaging with carers and their experiences. Thus, 

ensuring that staff are supported and supervised in their carer focused work is an important 

component of the proposed work plans.  
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