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Statement of Impact: Covid-19 Pandemic  

Unfortunately, the Covid-19 pandemic and associated restrictions significantly 

impacted the feasibility of the original main research project (MRP). The project had aimed 

and been designed to explore the relationship between physical activity, self-determination 

and wellbeing in young people with learning disabilities (PWLD). Adapted questionnaire 

measures were to be administered face-to-face with participants to support the collaborative 

and inclusive completion of measures. A small proportion of participants were going to be 

invited to pilot wearable activity tracking devices for a 7-day period as an additional arm of 

the study. Relationships had been built with a number of local special needs colleges and 

learning disability services who were supporting the recruitment of the study and had 

agreed to support participants to attend and complete questionnaire measures. 

The Covid-19 restrictions meant in-person data collection was no longer permitted 

by the guidance and university regulations, therefore questionnaire measures were adapted 

and trialled to be delivered online via video call and the arm of the study using the wearable 

activity tracker was discontinued. 

Unfortunately, as the pandemic continued the services who had originally supported 

the project pulled out and stated that due to the increased pressure on their services, they 

would no longer be able to support the study despite it being delivered online. The main 

researcher contacted over 50 alternative organisations including LD charities, colleges, 

support services, groups and activity organisations. Sadly, many services were closed due to 

the pandemic and those that did respond to the study advert stated that they would usually 

be eager to support this type of research, but due to the pressures of Covid-19 they were 

needing to divert their resources elsewhere.  

It was considered whether measures could be completed via online survey format, 

meaning that participants could complete the measures independently. However, it was felt 
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that this would exclude a large proportion of participants who may need support in 

completing the measures. The measures could also be open to bias and it would be difficult 

to ascertain how much of the responses were from the person with a learning disability 

themselves. It was felt that this methodology did not fit with the ethos of the study to 

recruit PWLD in a person-centred and inclusive way. 

At the end of 2020, the research team met, and it was agreed that it would not be 

feasible to continue this study within the current context. This was felt to be a real shame 

and disappointment as the researchers were passionate about recruiting PWLD directly as 

this population is often under served and underrepresented in research. Due to significant 

time limitation for the author to complete the MRP for their DClinPsy course (less than 5 

months) and the significant barriers to recruiting directly within the LD population during 

the pandemic, it was agreed that the original MRP was no longer feasible, and a new study 

would need to be designed and carried out. While over 2 years of work towards the original 

MRP was unable to be used, it is anticipated that this study can be continued in future.  

Despite these setbacks, a new MRP was developed and carried out and it is hoped 

that this study offers important insights and contribution to the literature advocating and 

voicing the health and wellbeing needs of PWLD.  
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Abstracts 

Literature Review (LR): People with Learning Disabilities Experiences of Primary 

Care Health Checks, Screenings and GP Consultations: A Systematic Review and 

Meta-Ethnography 

Primary care health checks, screenings and GP consultations are often the gateway for 

people with learning disabilities (PWLD) to access their physical and mental healthcare. 

For a population who experience greater levels of health difficulties alongside significant 

health inequality, improving care quality and access is of major importance. This meta-

ethnographic, qualitative review aims to explore PWLD experiences of health checks, 

screenings and GP visits, while assessing the quality of the current literature and 

synthesising findings to consider clinical and research recommendations based on third 

order constructs. A systematic search identified 20 studies that met inclusion criteria. 

Quality assessment of each paper was conducted. Meta-ethnography methods were used to 

analyse and synthesis findings. One overarching concept was identified: Include Me, along 

with seven core concepts; Empowerment and Disempowerment, Communication and 

Interpersonal Factors, Access and Adaptations and Biased Narratives and Shifting 

Perspectives. Using an ecological framework, implications for practice and future direction 

are discussed.  

Keywords: Learning Disability, Primary Health Care, Annual Health Checks, Experiences 
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Service Related Project (SRP): An Evaluation of the Family and Friends’ Group 

within the Gloucester Recovery in Psychosis Team (GRIP) 

Family interventions can provide benefits for people experiencing psychosis and those that 

support them. The Gloucester Recovery in Psychosis (GRIP) team run a 7-session family 

and friends’ group for people who support someone with psychosis. Following consultation 

with the GRIP team, the evaluation project aimed to provide the team with feedback 

regarding the group’s benefits, whilst exploring potential improvements. GRIP hoped to 

use recommendations to develop future groups whilst maintaining the group’s feasibility 

within the service. 

The study used a mixed-methods design. All attendees of the family and friends’ group 

were invited to participate (N = 20). Pre- and post-group quantitative measures were used 

to measure participants’ mental wellbeing, feelings of carer burden, group-inclusions and 

understanding of psychosis (N = 11). Qualitative feedback was collected post-group using 

written feedback forms (N = 14). An increase was seen in scores of mental wellbeing, 

understanding of psychosis and group inclusion from pre to post group, as well as a 

decrease in scores of carer burden. Qualitative feedback gave insight into what participants 

found most important from the group, and what they would like to see changed in future 

groups.  The family and friends’ group provides clear benefits for those that support 

someone with psychosis. Recommendations and findings from the study can be used to 

support the team to sustainably deliver this service. 

Keywords: Family and friends, groups, psychosis. 
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Main Research Project (MRP): Delivering Psychological Services for People with 

Learning Disabilities during the Covid-19 Pandemic: The Experiences of 

Psychologists 

People with learning disabilities (PWLD) have been disproportionately impacted by the 

Covid-19 pandemic, with reports of significant impacts on psychological wellbeing. 

Services that support PWLD in the UK have had to make significant adaptations, however 

there is limited research into the perceptions and impact of these changes. This exploratory 

study aims to investigate the experiences of psychologists working in UK learning 

disability services throughout the pandemic, to explore service delivery, impact on the 

psychological wellbeing of PWLD, and the implications from this going forward. Twelve 

psychologists were interviewed, and thematic analysis was used to explore patterns and 

themes. Three superordinate themes were identified. ‘Delivering Psychological Services’ 

contained five subordinate themes: ‘Context’, ‘Accessibility and Acceptability’, 

‘Professional Identity’, ‘Living the Pandemic’ and ‘Team Connection’. ‘Wellbeing of 

PWLD’ contained three subordinate themes: ‘Same Storm Different Boat’, ‘Continued 

Inequality’ and ‘Resilience and Re-Evaluation’. ‘Learning and Future Practice’ contained 

three subordinate themes: ‘Inclusion’, ‘Choice and Connection’ and ‘Workforce Wellbeing’. 

Findings conclude that although a time of immense challenge and loss, the pandemic has 

triggered significant re-thinking and learning within services. With inequality still evident 

for PWLD, an emphasis on future services carefully considering potential disadvantage by 

over-digitisation of services is key. There is hope that future psychological services can be 

offered with more choice and flexibility. Staff wellbeing, compassionate leadership and re-

establishing team connections is essential in the new landscape of services. 

Recommendation, practical implications, and future research directions are discussed. 

Keywords: Learning Disability, Psychological Services, Wellbeing, Covid-19 
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People with Learning Disabilities Experiences of Primary Care Health Checks, 

Screenings and GP Consultations: A Systematic Review and Meta-Ethnography 

People with Learning Disabilities1 (PWLD) are known to experience significant 

health inequalities. Evidence suggests that this is partly due to barriers accessing and 

utilising effective and appropriate healthcare (Emerson & Baines, 2010). Difficulties such 

as gastrointestinal cancer, heart disease, respiratory disease, diabetes and depression and 

anxiety are more prevalent in PWLD (Cooper et al., 2007; Emerson & Baines, 2010). 

Given the higher incidents of health difficulties in this population it would be predicted that 

PWLD would visit the GP more regularly than the general population, however this does 

not appear to be the case. This disparity raises the question of why PWLD are not using 

primary care as much as expected and raises concern that primary care may not be 

adequately meeting the health needs of this population (Felce et al., 2008). An inquiry into 

premature deaths of PWLD found that 38% die from avoidable causes, whereas this figure 

is 9% in the non-LD population (Heslop et al., 2014).  

PWLD across the world are subject to stigmatisation and discrimination which acts 

as a driving force in increasing inequality; impacting, employment, health, education, 

community participation, self-determination and relationships (Ditchman et al., 2016). 

Dehumanising and devaluing attitudes can lead to the belief that PWLD are not able to 

speak for themselves, make decisions or do not experience feelings and emotions in the 

same way as people without an LD (Disability Justice, 2021; Keith & Keith, 2013). In 

terms of health, this can lead to diagnostic overshadow and failure to meet the physical and 

mental health needs of PWLD (Ali & Hassiotis, 2008; Ditchman et al., 2016; Mason & 

 

 

1 Learning Disability is the clinically recognised term in UK services. International papers may use 

alternative terminology such as Intellectual Disability (ID) or Developmental Disabilities (DD). 
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Scior, 2004). Discriminatory attitudes have impacted the focus on health promotion and 

prevention in this population, with less initiatives focusing on health promotion in the LD 

population when compared to the non-LD population (Havercamp & Scott, 2015) as well as 

lower attendance at health screenings (Osborn et al., 2012; Willis et al., 2008).  

Discriminatory and stigmatizing attitudes have somewhat improved since the 

normalization movement when the rights and independence of PWLD has become more 

recognised (Wolfenberger & Bengt, 1972). However, there is still evidence of systemic 

barriers; General Practitioners (GPs) have described lacking training and confidence in 

working with this client group (Cassidy et al., 2002; Hogg, 2001; Mastebroek et al., 2014; 

Phillips et al., 2004). Accounts from carers, professionals and PWLD describe disparities in 

healthcare in terms of access, knowledge, communication and quality  (Ward et al., 2010).  

White papers such as ‘Valuing People’ (Department of Health, 2001) and ‘Valuing 

People Now’ (Department of Health, 2009) highlight the need for PWLD to have more 

choice, inclusion and  independence across their lives. The papers describe the need for 

action on health inequality and improvements to healthcare access and outcomes. In a 

response to the health inequality evidence, the Disability Rights Commission (2006) 

introduced Annual Health Checks (AHC) for PWLD in the UK. Health checks were viewed 

as a ‘reasonable adjustment’ for primary care services to make (Disability Rights 

Commission, 2006) and were rolled out in the UK in 2008/9 to anyone with a learning 

disability registered with a GP. A review of the literature has found that AHC have been 

consistently effective in identifying unmet health needs, as well as increased health 

professionals’ awareness of the health needs of PWLD (Robertson et al., 2014). However, 

there is still limited evidence as to the long term outcomes and cost-effectiveness of health 

checks, (Robertson et al., 2014). In a review of health consultations for PWLD it was 
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concluded that AHCs have made improvements, but inequality in healthcare is still a major 

issue (Chapman, Lovell, & Bramwell, 2018). 

Primary care health checks, screenings and GP consultations are often the entry point 

for PWLD to access all of their healthcare, making this a crucial area to understand and 

improve. In a review of the literature it was found that the experiences of health 

consultations for PWLD is under-researched and future research should focus on service-

user experience in order to understand best practice and sources of poor experiences 

(Chapman et al., 2018). Qualitative research is an important method for capturing the 

voices of services users and secondary analysis of qualitative data can be used to inform 

policy (Ziebland & Hunt, 2014). In the general population, systematic reviews exploring 

the experiences of GP consultations have been carried out in order to improve care quality 

(Rocque & Leanza, 2015). However, to the author’s knowledge, no such review in the LD 

population has been carried out. In preliminary scoping of the literature there are a number 

of studies that use qualitative methods to understand PWLD experiences of their primary 

care health consultation. The aims of this review are therefore: 

• Systematically search the literature for qualitative studies looking at PWLD’s 

experience of primary care health checks, screenings and GP consultations.  

• Assess the quality of the studies found in the search.  

• Synthesise the findings using a meta-ethnographic approach.  

• Consider clinical and research recommendations based on third order constructs 

identified by the meta-ethnographic process. 
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Method  

Design  

The review was completed and reported in line with the PRISMA protocol 

(Shamseer et al., 2015) and pre-registered with PROSPERO (CRD42020156030). The 

theoretical basis for the study was critical realism, which acknowledges the existence of an 

external world as well as a socially constructed world in the development of meaning 

(Rohleder & Lyons, 2015; Taylor, 2018).  

Search Strategy and Selection Criteria  

Electronic databases PubMed, Web of Science and APA PsychNet were searched in 

April 2020. Studies were eligible if they met the following criteria: 1) papers published in 

English in peer review journals or grey literature, 2) studies exploring PWLD experiences 

of primary care health consultations (including visits to the GP, Annual Health Checks 

(AHC) and primary care health screenings), 3) qualitative studies including the perspective 

of PWLD over the age of 18 years old. Studies involving mixed methods were included if 

the qualitative methods and findings were clearly distinguishable. Studies involving the 

perspectives of people with a learning disability as well as others’ perspectives e.g. GPs, 

nurses, or family, were included if the perspective of the person with a learning disability 

was clearly distinct. Search terms are summarised in Table 1.  Terms were developed based 

on similar systematic reviews in the field and from advice from a data base specialist. The 

terminology used in papers from a range of countries was collated with the aim to capture 

papers from a cross-cultural sample.  The search included papers in ‘all years’. 
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Table 1 

Search Terms 

Search Term  Variation  

Learning Disability  "Intellectual* disab*" OR "learning disab*” OR "mental* 

disab*" OR "mentally disabled" OR "cognitive* 

disab*" OR "mental* retard*"OR "mental* 

handicap*" OR "mentally handicapped" OR "mental* 

deficien*" OR "learning difficult*" 

Primary Care Visit  "general practitioner*" OR "GP" OR "doctor" OR "family 

practitioner*" OR "family doctor*" OR "primary care" OR "health 

check" OR "annual health check" OR "health screen*" 

Service User 

Experience  

 "Service user experience*" OR "Service user 

view*" OR "Experience*" OR "View*" OR "Satisfaction" OR 

“attitude*" OR "Perception*" OR "Client attitude*" OR “Patient 

Satisfaction" 

Qualitative Research  "Qualitative research" OR "Qualitative method*" OR "Thematic 

analys*" OR "Interpretative Phenomenological 

Analys*" OR "Grounded Theory*" OR "Discourse 

Analys*" OR "Content Analys*" 

 

Screening and Inter-Rater Reliability  

After duplicates were removed 111 articles were screened by title and abstract by 

the lead researcher and 20% were reviewed by an independent researcher. Agreement was 

90% at the screening phase (Cohen’s Kappa = 0.79), indicating good inter-rater reliability. 

Discrepancies were discussed and agreed between the two researchers. 26 articles were 

read in full and discussed between the lead and second researcher. 20 studies met eligibility 

to be included in the review. See Figure 1 for further details of identification, screening, 

eligibility and inclusion of papers.  
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Figure 1 

PRISMA Flow Diagram of Search Outcomes 
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Study Characteristics 

Table 2. outlines the characteristics of the 20 included studies. Sample size ranges 

from 3-104 participants, with a total of 528 participants across all included studies. Two 

studies (9 and 15) used findings from a proportion of the same participants, these 

participants are therefore only calculated once in this total. Most studies state that 

participants had mild- moderate LD. Most of the studies were conducted in the United 

Kingdom (n = 12), then USA (n = 3), Netherlands (n = 2), Australia (n = 2) and Canada (n 

= 1).  



 17 

Table 2 

Study Characteristics  

Study 

No. 

Author/ 

Year 

Title  Country  Sample  Context Data 

Collection 

Method   

Analysis 

Method  

Aim 

1 Martin et 

al. (1997) 

Health gain through screening- 

Users’ and carers’ perspectives of 

health care: Developing Primary 

Health Care Services for PWID. 
 

Australia  104  Primary 

care  

Focus 

Groups, 

Forums,  

Interviews  

Not stated  To evaluate the experiences of 

primary health care for people with 

an LD and their carers. 

2 Lennox et 

al. (2003) 

Access to services and meeting 

the needs of PWLDs. 

 
 

UK 49 Primary 

care  

Survey,  

Interviews  

Not stated  Identifying local patterns of access 

and reported health care needs of 

PWLD.  

3 Ziviani et 

al. (2004) 

Meeting in the middle: improving 

communication in primary health 

care consultations with PWID. 
 

Australia  3 Primary 

care; GP 

Interviews  Thematic 

Analysis  

To explore the factors that impact 

upon the success of communication 

in a medical consultation. 
 

4 Voss 

Horrell et 

al (2006) 

Patient and Parent/Guardian 

Perspectives on the Health Care 

of Adults with Mental Retardation 

USA 12 Primary 

care 

Interviews  Grounded 

Theory  

To describe the experiences that 

adults with mental retardation and 

their parents/guardians have had 

within primary care services.  
 

5 Jones et 

al. (2008) 

Inclusion in primary care for 

PWID- Gaining the perspective of 

service user and supporting social 

care staff 

Scotland, 

UK 

6 Primary 

care 

Interviews  Thematic 

Analysis  

To gain service user and social care 

staff perspectives on the barriers 

facing PWID when accessing 

primary healthcare. 
 

6 Wullink 

et al. 

(2009) 

Doctor-patient communication 

with PWID - a qualitative study 

Netherland

s  

12 Primary 

care; GP 

Focus 

Groups,  

Interviews 

Content 

Analysis  

The extent to which professional 

communication criteria used to 

assess trainee GPs correspond with 

the needs of PWID, and what 

additional requirements could be 

identified. 
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7 Brown 

(2009) 

New Voices in Women’s Health: 

Perceptions of Women with 

Intellectual and Developmental 

Disabilities 

USA 34 Health 

services  

Focus 

Groups  

Grounded 

Theory  

To investigate aging and health 

concerns and experiences of 

women with intellectual and 

developmental disabilities. 
 

8 Gates 

(2010) 

The Valued People Project: Views 

of parents and PWLD on learning 

disability nursing and a specialist 

health workforce for the future 

UK 23 Health 

services  

Focus 

Group 

Not stated  Perspectives of parents and 

relatives of PWLD and PWLD as to 

the need and type of health 

workforce needed to support them 

in the future. 
 

9 Perry et 

al. (2010) 

Monitoring the Public Health 

Impact of Health Checks for 

Adults with a Learning Disability 

in Wales- Perspectives of PWLD 
 

Wales, UK 39 Annual 

Health 

Checks  

Focus 

Groups  

Not stated  To find out the views of 

PWLD who had experienced health 

checks. 

10 Walmsley 

(2011) 

An investigation into the 

implementation of Annual Health 

Checks for PWID 

UK 30 Annual 

Health 

Checks  

Survey, 

Focus 

Groups 

 

Not stated  Investigated the implementation of 

Annual Health Checks (AHCs) for 

PWID in Oxfordshire. 

11 Wilkinson 

(2013) 

Patient and provider views on the 

use of medical services by women 

with intellectual disabilities 

 

USA 27 Primary 

care- 

clinics. 
 

Interviews  Grounded 

Theory  

To understand how women with 

Intellectual disabilities access and 

experience medical care. 

12 Ali et al. 

(2013) 

Discrimination and Other Barriers 

to Accessing Health Care: 

Perspectives of Patients with Mild 

and Moderate Intellectual 

Disability and Their Carers 

 

UK 14 Health 

services  

Interviews  Thematic 

Analysis  

To examine the extent to which 

PWID and their carers experience 

discrimination or other barriers in 

accessing health services, and 

whether health care experiences 

have improved over the last decade. 

 

13 Baumbus

ch et al 

(2014) 

Practising family medicine for 

adults with Intellectual 

Disabilities - Patient perspectives 

on helpful interactions 

 

Canada  11 Family 

practice 

Interviews  Not stated To explore the perspectives of 

adults with intellectual disabilities 

on helpful interactions with their 

family physicians. 
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14 Chapman 

(2014) 

The health consultation 

experience for PWLD: A 

constructivist grounded theory 

study based on symbolic 

interactionism 

UK 25 Health 

care 

consultati

ons/ 

screening  
 

Interview,  

Focus 

groups,  

Audio-

recordings 

Grounded 

Theory  

To explore the effects of the health 

consultation experience for PWLD, 

particularly in terms of their self-

concept. 

15 Perry et 

al. (2014) 

Contact with Primary Care: The 

Experience of People with 

Intellectual Disabilities 
 

Wales, UK 63 Primary 

Care; GP  

Focus 

Groups  

Thematic 

Analysis  

To explore the experience of people 

with intellectual disabilities when 

they visited their GPs. 

16 Cook et 

al. (2015) 

Improving the general health of 

PWLD in the UK: experiences of 

the implementation of Annual 

Health Checks 
 

UK  15 Annual 

Health 

Checks  

Group 

Discussions  

Not 

Stated  

To explore the experiences of 

people with learning difficulties in 

relation to understanding and 

accessing AHCs 

17 Mastebro

ek et al 

(2016) 

Experiences of PWID and carers 

in GP health information 

exchanges: a qualitative study 

Netherland

s  

35 Primary 

Care; GP 

consultati

on  

Interviews,  

Focus 

Groups  

Framewor

k 

Analysis  

Barriers and facilitators 

experienced by people with ID and 

their carers in the exchange of 

health information before, during 

and after GP consultations? 
 

18 Bollard 

(2017) 

Health promotion and intellectual 

disability: listening to men 

UK 11 Primary 

Care 

Interviews  Thematic 

Analysis  

To explore how men with ID 

understood and perceived their 

health and what health promotion 

messages they acted upon. 
 

19 Ryan et 

al. (2017) 

Do we all agree what “good 

health care” looks like? Views 

from those who are “seldom 

heard” in health research, policy 

and service improvement 

 

UK 5 Health 

services  

Focus 

Groups 

Thematic 

Analysis  

To ask whether there are shared 

ideas about what good health care 

looks like across different 

populations and conditions. 

20 Giles et 

al. (2019)  

Can point-of-care testing improve 

access to diagnostic screening and 

testing for PWLD? Exploring 

perspectives to improve access 

and equity 

UK 10 Health 

Screening  

Focus 

Groups 

Thematic 

Analysis  

To explored service users’ and 

health professionals’ perspectives 

and experiences of diagnostic and 

screening devices, as a means of 

improving access and engagement. 
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Quality Appraisal  

To assess the quality of the papers the Critical Appraisal Skills Programme (CASP) 

checklist (Critical Appraisal Skills Programme, 2017) was used. Scores were allocated 

depending on the degree to which the papers met the quality criteria questions, the tool was 

not used to exclude papers (Table 3). A score of zero was given if there was no information, 

one if some or little information and two if the question was addressed. Each paper has a 

possible maximum score of 20 and maximum average of 2. CASP scores were then 

averaged to give a sense of the quality of the paper.  In order to increase objectivity, the 

lead researcher attended a peer supervision group with other researchers using the CASP 

tool to discuss scoring criteria. 

 From the quality review of the papers in this study, it was apparent that a number of 

papers do not give clear information regarding their ethical consideration. It was also noted 

that a large proportion of the papers do not reflect upon or consider the relationship 

between the researcher and the participants. The issues highlighted by the CASP process 

can be used to inform future research in the field. Overall, all papers were deemed to be of 

acceptable quality.  
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Table 3 

CASP Quality Assessment  

Study Number  1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 

1. Clear statement of aims? 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 1 2 2 2 2 

2. Is a qualitative method 

appropriate? 

2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 

3. Research design appropriate for 

aims? 

1 1 2 2 2 1 2 2 2 1 1 1 2 2 2 0 2 2 2 2 

4. Appropriate recruitment 

strategy? 

1 2 2 1 2 2 2 2 2 1 2 2 2 2 2 2 2 2 1 1 

5. Data collected appropriately? 1 2 2 2 2 2 2 2 2 1 2 2 2 2 1 1 2 2 2 2 

6. Relationship between 

researcher and participants 

considered? 

0 0 2 0 2 1 1 1 1 2 0 2 0 2 1 0 0 1 0 0 

7. Ethical issues considered? 0 2 0 2 2 2 2 2 2 0 2 2 1 2 1 0 2 2 2 0 

8. Data analysis rigorous? 1 0 2 2 1 2 2 1 1 1 2 2 1 2 2 0 2 2 2 2 

9. Clear statement of findings? 1 2 2 2 2 2 2 1 1 2 2 2 2 2 2 1 2 2 2 2 

10. How valuable is the research? 1 2 2 2 2 2 2 2 1 2 2 2 2 2 2 1 2 2 2 2 

Average  1 1.5 1.8 1.7 1.9 1.8 1.9 1.7 1.6 1.4 1.7 1.9 1.6 2 1.75 0.8 1.8 1.9 1.7 1.5 

Note. CASP Scoring: 0 = No/ No information, 1 = Can’t tell/ Little information, 2 = Yes
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Data Analysis and Synthesis  

To guide the synthesis of the selected studies a meta-ethnography approach was 

used (Noblit & Hare, 1988). Meta-ethnography aims to develop new insights and 

conceptual understandings by developing ‘third order constructs’. These concepts are 

based on the themes and interpretations of the authors of the original papers, known as 

‘second order constructs’, as opposed to direct quotes from study participants, which are 

known as ‘first order constructs’. As the current study aims to develop new conceptual 

ideas and insights in the field, a meta-ethnographic approach was felt to be most 

appropriate. The seven-step process was followed which involved: getting started; 

deciding what is relevant; reading the studies; determining how the studies are related; 

translating the studies into one another; synthesising translations; and expressing the 

synthesis (Britten et al., 2002; Noblit & Hare, 1988). 

 Selected studies were read and re-read in chronological order to develop an 

insight into the main concepts of each paper, as well as to become familiar with the 

story that the papers tell over time. Second order constructs were extracted, and key 

themes and concepts were recorded. Data was recorded in an excel spreadsheet with a 

column for each paper. Second order constructs from each paper were reviewed in turn 

and paraphrased into summary codes. Summary codes were then compared across 

papers to develop key concepts. An inductive approach was used at this stage of the 

synthesis.  

 Studies appeared to tell a similar story and there was a high level of overlap in 

key concepts. A ‘line of argument’ synthesis felt the most fitting for the studies and the 

papers’ similarities and differences were used to shape the overall interpretation of the 

synthesis. The researchers were in frequent discussion about the ‘story’ of the studies, 

concepts were linked back to theories within the research field. Synthesis was then 

guided by the Ecological Systems Model (Bronfenbrenner, 1992), as it was felt by the 

researchers that the framework of the model would help tell the story of the papers. A 
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more deductive approach was used at this stage to synthesise themes within the 

framework of the ecological contexts: Individual, Interpersonal, Organisational and 

Societal (Bronfenbrenner, 1992). Finally, the synthesis is presented in terms of key 

concepts and themes. In the description of key concepts and themes the words and 

phrasing extracted from the studies is used as much as possible (See Appendix 1-4 for 

examples of the data synthesis stages). 

Reflexivity  

Reflexivity is important within qualitative research, in terms of the researcher’s 

personal characteristics, experiences, beliefs, biases and theoretical and ideological 

stances (Berger, 2015). The lead author is a 28-year-old, white British female who is 

training as a Clinical Psychologist in the UK. The researcher has a background of 

working in mental health, primary care and with PWLD.  The researcher has particular 

interest in promoting inclusion-based research, particularly hearing the voice of PWLD 

to inform better health practice.  The author comes from a biopsychosocial model of 

health and wellbeing (Engel, 1980). 

 The researcher used reflexivity and discussions with the second researcher to 

have a critical awareness of potential biases. It was important throughout the analysis 

and write up of the study for the researcher to constantly check back to the original 

second order quotes from the individual studies, this helped to remain grounded in the 

voices of the PWLD and authors. A co-researcher with lived experience of a learning 

disability contributed their perspective to the themes and findings of the review, as well 

as supported the co-creation of an easy read summary of the research (see appendix 5). 

The co-researcher’s contributions helped guide the terminology used for themes, in 

particular avoiding over-simplifying terminology, but instead providing a simplified 

summary that described more complex terms. They were also able to provide insights 

into their own experiences of how particular intersections could impact their 

experiences of attending primary care health appointments.  
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Findings 

From the synthesis one broad overarching concept was identified; ‘Include Me’’, 

as well as seven main concepts; ‘Empowerment’ and ‘Disempowerment’, 

‘Communication’ and ‘Interpersonal Factors’, ‘Access and Adaptations’ and ‘Shifting 

Perspectives’ and ‘Biased Narratives’. Concepts and subthemes are described and 

presented within the framework of the Ecological Model. See figure 2 for a 

representation of the concepts and subthemes within the Ecological model, see table 4 

for an overview. 

Figure 2 

Key Concepts and Subthemes within the Ecological Model Framework 

 

 

 

Overarching Concept: Include Me 

Include Me  

The overarching concept that PWLD wanting to be included in their healthcare 

was overwhelmingly evident across the studies and is apparent across the individual, 

relational, organisational, and societal context. At an individual level, PWLD want to be 
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empowered to hold the self-belief that they are a valid contributor to their healthcare. At 

a relational and interpersonal level, PWLD are clear that they want to be a part of 

conversations and decision making. The idea of ‘triadic communication’ is referenced 

across a number of papers, which discussed the communication between the Health 

Care Professional (HCP), PWLD and carer, where a three-way discussion allows for all 

parties to feel heard, listened to and included.  

At an organisational or environmental level, PWLD gave clear accounts across 

papers about how they could feel more included, whether this be through having the 

correct support, adapted resources, or having their differences seen and acknowledged. 

It was evident that often PWLD do not feel welcomed or included when organisations 

are designed mostly for the non-LD population. Interestingly, studies gave light to the 

message that societally and culturally we need to be thinking more about the direct 

involvement of PWLD in their healthcare. The beliefs that PWLD are not capable or 

interested in their health care is invalid, as a society we should be facilitating the 

inclusion of PWLD as active participants and consumers to their healthcare.  

Individual Context; Empowerment and Disempowerment  

Empowerment 

 ‘Self-Determination’ and ‘Good Practice’ were identified as subthemes that 

express empowerment within PWLD experiences. The term self-determination refers to 

the ability to feel competent, autonomous and related (Deci & Ryan, 2002). Choice and 

respect enabled PWLD to feel more connected and empowered and develop trusting 

relationships with HCPs. Studies discuss how when PWLD are given the appropriate 

support and their needs are recognised they can feel competent to engage with 

healthcare advice, with one paper (18) particularly talking about men’s experiences of 

this. In many of the papers there is discussion around finding the balance between 

providing the right level of support, while promoting independence. This appears to 

enable more autonomy in PWLD’s experience of their healthcare.  
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Good practice and positive experiences of primary care are mentioned across 

papers. It is clear that PWLD see value in health checks and screenings and commonly 

report positive experiences of their contact with primary care. One paper (13) talks 

about PWLD’s satisfaction with the sense that the Doctor has a ‘genuine commitment to 

their health’.  Empowerment through good clinical practice and commitment to the lives 

of PWLD is clear. 

Disempowerment 

‘Procedural Fear’, ‘Self-Efficacy’, ‘Confusion and Uncertainty’, and ‘Seeing the 

doctor means something is wrong’ were sub-themes identified under the concept of 

disempowerment.  

Fear and anxiety associated with medical procedures such as examinations, 

screenings and tests were expressed across seven studies. PWLD’s fears appeared to be 

in relation to the discomfort or pain associated with procedures as well as how 

‘personal’ the procedure might be. In one paper (4) it is discussed how discomforts 

regarding procedures can develop into a global fear around primary health care more 

generally. Fear and anxiety around procedures can lead PWLD to refuse or disengage 

with important health examinations and screenings.  

PWLD’s self-efficacy played a clear role in their experience of primary care 

health consultations. PWLD talk about not wanting to burden or waste the doctors time 

and feeling unable to ask for things they need such as extra time or a clearer 

explanation. In one paper that looks at women with LD’s experiences (7), it appeared 

that women felt it was their fault if procedures were painful and their responsibility to 

make procedures more comfortable. In this study there was also no evidence that 

women had been taught to perform breast self-exams.  There are also examples of 

PWLD saying they ‘say yes’ to things without fully understanding. PWLD may be 

disempowered by internalised beliefs that they do not have the capacity or ability to 

express their needs. The studies suggest that PWLD may blame themselves for issues 
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and on occasions are not being given the opportunity to self-manage their health. 

Negative self-efficacy around health care experience is evident in the experiences of 

PWLD in many of the studies.  

Confusions and uncertainty around AHC’s and health care was evident, PWLD 

spoke of confusion around the purpose of particular procedures or appointments and 

uncertainty about what they might involve or what might happen to them. Feelings of 

confusion could lead to greater levels of anxiety and loss of confidence. PWLD 

described finding some information hard to understand and difficult to remember, 

playing a role in the disempowerment of PWLD.  

The belief that ‘seeing the doctor means something is wrong’ appears in a 

number of the studies, particularly in those looking at the experience of AHCs (9, 10). 

PWLD express the importance of invites to AHC stating that the invitation does not 

mean something is ‘wrong’, it can be counter-intuitive for many to see the doctor for 

checks or screenings when people might only have the experience of visiting health 

services when they are in pain or something is wrong. This can be disempowering and 

suggests that historically the focus of healthcare for PWLD has not been preventative. 

Relational Context; Communication and Interpersonal Factors  

Communication 

 Communication was discussed explicitly in most studies, in terms of challenges 

as well as strategies that aid communication. PWLD value being included, whether this 

is through three-way, ‘triadic’, conversation with the HCP, carer and PWLD or being 

given the opportunity to be heard and able to ask question. Privacy and respect within 

these conversations was important for PWLD. Others adapting their communication 

style e.g. by using less ‘jargon language’ or allowing more time, allowed for PWLD to 

feel more included in the experience. An important role of communication in this 

context was around PWLD knowing what was happening to them and having 

procedures and plans clearly explained. PWLD valued HCPs showing genuine interest 
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and concern for them through their communication. Some papers (6 and 11) specifically 

discussed how everyone involved in the clinical encounter is responsible for improving 

communication and if all parties work at improving their communication, autonomy and 

overall health care can be improved. Good communication allowed for development of 

trusting relationships and empowerment of PWLD to engage with their health. 

Interpersonal Factors 

Relationships and interpersonal connections and signals were commonly 

discussed by PWLD in relation to their experiences of primary health care. Words such 

as ‘nice’, ‘friendly’, trust’ and ‘familiar’ were common across studies in the description 

of HCPs. How a professional made the individual with LD feel on a personal and 

relational level, was clearly linked with how they interpreted the health care experience. 

If a HCP was attributed as ‘nice’ or ‘friendly’ it appeared that the PWLD was more 

likely to feel the overall experience was more positive. It appears that interpersonally, 

feeling safe, included and a sense of trust, is particularly important for PWLD. 

Organisational Context; Access and Adaptations  

Access and Adaptations 

PWLD spoke of difficulties physically accessing services at times due to factors 

such as waiting times, transport and booking systems, as well as cognitively being able 

to access health information and resources. It appeared that accessing healthcare could 

be a frustration and a challenge for some PWLD, while others praised organisations for 

their ease in access. Appropriate support to aid access was discussed across papers. 

PWLD value having the support of carers and family, but it was clear that that this 

support should be a ‘facilitative’ role that includes PWLD at all times. 

Many studies talked about adaptations that PWLD had found helpful or would 

hope for in future. Adapted literature and resources were commonly described, as well 

as having LD-friendly written resources, PWLD discussed alternative medias such as 

audio and visual resources to support them in understanding and retaining information 



RESEARCH PORTFOLIO  29 

about their health. PWLD spoke highly of resources such as ‘health passports’ and 

communication aids that would be used to record and share information between 

professionals. Educational programmes were discussed; peer-group health education 

groups and supported self-management initiatives are described. Adaptations such as 

duration of consultations were commonly mentioned; in terms of giving the space and 

time for HCP to adapt their language and speed and giving the PWLD time and space to 

process information, understand and ask questions and share. HCP having appropriate 

training and experience of working with an LD population was important and PWLD 

felt this could help HCP to better understand their specific needs. 

More broadly, it was apparent from the studies that it was important for HCP and 

services to have an understanding and awareness of the life and needs of PWLD, to be 

able to step into the shoes of PWLD, but also so they could make appropriate 

adaptations and understand the specific needs of this population. At an organisational 

level, it is imperative that the differences and needs of PWLD are considered in order 

for PWLD to experience good health care.   

Societal and Cultural Context; Shifting Perspectives and Biased Narratives  

Biased Narratives 

A number of studies highlight bias, stigma and discrimination that shape the 

beliefs and stories held about PWLD. PWLD describe being treated differently because 

of their disability, some describe being ‘judged’, ‘labelled’ or not treated with respect or 

as adults. Some studies described PWLD feeling HCP had negative attitudes towards 

them or found it difficult to relate to or understand what it might be like to be a person 

with LD.  Interestingly, the two papers in the synthesis that look at specific gender 

groups highlight particular narratives specific to gender and disability. A paper that 

explored women’s experiences describes negative messages regarding pregnancy in 

women with LD as well as taboos around sexuality and women’s health related issues. A 

study that looks at men’s experiences, discussed how narratives held about non-disabled 
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men’s attitudes and health-damaging behaviours shape the way men with LD are 

viewed. The authors highlight how the men with LD in the paper refute the narrative 

that young men may be less active in managing their own healthcare.  These accounts 

highlight the social narratives and bias faced by PWLD that directly impact their 

experiences of health care.  

Shifting Perspectives 

Changes in societal beliefs about healthcare for PWLD could be seen across the 

timeline of studies. Papers from around 2010 onwards began discussing the shift 

towards a more ‘preventative’ healthcare focus for PWLD. In line with the introduction 

of AHCs, PWLD start describing themes around visiting the doctor not only when 

something is ‘wrong’, some people found this confusing or worrying, while it becomes 

clearer in later papers that PWLD can see the value in preventative healthcare.  

A striking shift in discussions across papers was the emergence of themes 

around PWLD as active and capable participants in their own healthcare. While the 

desire to be included and respected is evident across all studies and all time points, the 

themes and discussions from authors regarding the agency and autonomy of PWLD to 

be involved in their healthcare appears to come later. PWLD describe how if they are 

given the right opportunity to understand, they can effectively use information and 

make suitable decisions. Studies discuss the idea that along with HCPs and carers, 

PWLD are responsible for getting the most out of their healthcare experience, through 

preparation and work on communication.  PWLD are clear that they want to be involved 

in their healthcare, but perhaps a societal shift in thinking has allowed for the 

acknowledgement that with the right support and adaptations, PWLD are capable and 

motivated consumers and agents of their healthcare.  
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Table 4 

 

Overarching Concepts and Sub-themes 

Ecological 

Model 

Context  

Third Order 

Concept  

Sub-theme Example second order quote  Papers that 

include construct 

Overarching  Include Me  “…. physicians at times spoke exclusively to the support worker, and not to the patient. 

Several patient participants indicated a clear preference that the physician talk to them 

directly, and not to their support worker as a substitute.” 11-P5 

 

1, 2, 3, 5, 6, 7, 9, 

11, 12, 14, 15, 17, 

18, 20 

Individual  Empowerment  Self -

Determination  

“Participants appreciated being able to choose their doctor and develop a relationship 

over time” 15-P4 

“The ability to manage such conditions actively also demonstrates the men’s capacity to 

act on guidance given to them by GPs.” 18-P4 

 

6, 7, 9, 13, 14, 15, 

17, 18  

Good Practice “There was no doubt that participants appreciated the importance of health checks and 

valued the opportunity to have them. Overall, people were positive about the experience”. 

9-P18 

 

1, 2, 4, 5, 9, 15, 

16 

Individual  Disempowerment  Procedural Fear “One especially striking finding was that many of the women were simply refusing to have 

pelvic exams and mammograms done and that almost all participants associated 

gynaecologic pelvic exams and mammograms with pain and anxiety” 7-P5 

 

1, 4, 7, 9, 16, 20 

Self-Efficacy “Patients frequently felt that they were overburdening the GP’s time schedule and 

assumed that they were not entitled to extra consultation time. Some felt pressure to stop 

talking, even though they needed more time to understand” 17-P5 

 

5, 7, 12, 13, 14, 

15, 16, 17 

Confusion and 

Uncertainty  

“it was clear that there was considerable confusion about health checks – even after the 

event.” 9-P15 

 

7, 9, 11, 14, 15 
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Seeing the doctor 

means something 

is wrong. 

“The notion of visiting a doctor when one believes oneself to be in good health might seem 

to be counter-intuitive. 9-P19  

 

 

5, 9, 10, 17 

Relational  Communication   “the potential advantage of improving communication skills, both for health care workers 

and the people with ID themselves, is that it may help people with ID exercise autonomy 

and that it may lead to improved health care”. 6-P5 

1, 2, 3, 4, 5, 6, 8, 

9, 10, 11, 12, 13, 

14, 15, 16, 17, 20  

 

Relational  Interpersonal 

Factors   

 “A majority of individuals described physician’s friendliness and likeability.” 4-P5 

“Many patients had positive reactions to their physician as an individual…usually 

because the physician was characterised as ‘nice’.” 11-P6 

 

3, 4, 5, 7, 9, 11, 

12, 14, 18, 19 

Organisational  Access and 

Adaptations  

 “Most people were in favour of some form of accessible written or audio/visual 

information to supplement the check”.9-P18 

“They felt that all doctors and nurses should have training about learning disabilities”. 8- 

P10. 

 

1, 2, 4, 5, 7, 8, 9, 

11, 12, 14, 15, 18, 

19, 20  

Societal  Biased Narratives    “they felt judged or labelled because of their disability”. 11-P6 

“the women also faced barriers related to discriminatory social attitudes” 7-P7 

 

2, 7, 11, 12, 14, 

18 

Societal  Shifting 

Perspectives  

 “patients should participate in their medical care to the highest level they are capable” 

11-P7 

9, 10, 11, 16,17, 

18, 19 
 

Note. Numbers alongside quotes represent the paper number and page number. 
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Discussion  

This systematic review uses meta-ethnography to voice the experiences of PWLD in 

relation to their primary health care (including health checks, screenings and GP 

consultations) from 20 papers. Using an ecological model framework, the prominent 

concepts and themes are highlighted, and experiences are explored across multiple 

contexts. One overarching concept was identified; Include Me, along with seven core 

concepts; Empowerment and Disempowerment, Communication and Interpersonal Factors, 

Access and Adaptations and Biased Narratives and Shifting Perspectives. These concepts 

demonstrate that while there are evidently examples of good practice, empowerment, 

inclusion and shifting perspectives, PWLD are clearly asking to be more included in their 

healthcare and supported to be seen as autonomous and competent adults in their healthcare 

experience.  

The findings of the current study are consistent with previous research in the field. 

A systematic review into hospital experiences of people with intellectual disability found 

similar themes around fear, issues with adjustments to meet the needs of PWLD, 

discriminatory staff attitudes and over reliance on carers. Experiences were more positive 

when adjustments were made, communication was adapted and staff showed ‘willingness’ 

to ensure PWLD needs were met (Iacono et al., 2014). Evidence investigating determinants 

of health inequalities for PWLD shows similar findings to the current review,  with barriers 

to accessing services, issues with reasonable adjustments being made, bias attitudes of 

HCPs and communication difficulties thought to be influencing health inequality (Emerson 

& Baines, 2010). In a qualitative study looking at health promotion for PWLD, they discuss 

the importance of ‘doing, being, belonging and becoming’ in health promotion (Cardell, 

2015), highlighting the role of inclusion in harnessing self-determination.  
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The findings also fit with literature from the general population that describes issues 

with confusion and uncertainty and a desire for better information regarding health checks 

(Usher-Smith et al., 2017). A systematic review of 57 papers looking at the general 

populations’ experiences of communication with their primary care doctor, found that 

negative experiences were linked with issues with time pressure and feeling disrespected. 

While positive experiences were linked to relational skills such as HCPs ‘friendliness’, 

listening and showing genuine interest, as well as factors such as the patient having time to 

talk and ask questions, the HCP avoiding jargon and educating the patient, along with 

valuing the patient’s choice and opinions (Rocque & Leanza, 2015).  

While there is significant overlap in the experiences of PWLD and the general 

population, these issues have greater impact on the lives of PWLD who experience 

increased exposure to social determinants of health such as poverty and unemployment, 

higher risk from genetic and biological factors, reduced health literacy and communication 

difficulties,  as well as lower rates of exercise and poorer diet (Emerson & Baines, 2010). 

What is also concerning is that the literature suggests that those from certain groups e.g. 

people from Black Asian and Minority Ethnic groups (BAME), people experiencing mental 

health difficulties and people from sexual and gender minorities, may be at increased risk 

of experiencing discrimination in their healthcare (Ayhan et al., 2020; Hassiotis, 2020; 

Henderson et al., 2014; Kcomt, 2019; Rocque & Leanza, 2015); the intersectionality of 

these factors could see double-discrimination for certain populations of PWLD.  

Implications for Practice  

Conceptualising the findings within the ecological model gives a framework to 

professionals, services, and policy makers to see where they can personally make changes 

and contribute to improving the overall experience of healthcare for PWLD. Although the 

findings from this study focus on primary care health checks, screening and GP visits, 
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implications for practice may be helpful for mental and physical health services for PWLD 

more broadly. Table 5 provides an overview of practical recommendations in relation to 

this.  

Table 5  

Practical Recommendations 

Context  Practical Recommendation 

Individual  • Supporting the empowerment of PWLD by promoting self-

determination and self-efficacy e.g., supporting someone to prepare 

for their health appointment and consider what questions they might 

have for the HCP. 

• Reducing feelings of uncertainty and confusion e.g., taking time to 

consider with someone what might happen during an appointment or 

screening.  

• Supporting the message that healthcare doesn’t always mean 

something is ‘wrong’ and promoting the notion of preventative care. 
•  

Relational • Avoiding complicated language and ‘jargon’. 

• Triadic communication; encouraging PWLD to be heard and 

understood. 

• Allowing more time to explain and listen. 

• Showing warmth, friendliness and building familiar, trusting 

relationships. 
 

Organisational  • Reasonable adjustments e.g., extended consultations, accessible 

booking systems, accessible buildings, carers/advocated able to 

attend appointments. 

• Training for HCPs to aid the understanding of the needs and lives of 

PWLD. 

• Accessible health literature, resources and education programmes. 

• Alternative communication aids e.g., visual aids. 

• Supporting the message that the healthcare of PWLD is important 

and HCPs have a genuine commitment to the care of PWLD.  
 

Societal  • Supporting PWLD to be actively involved in their healthcare. 

• Challenging bias and discriminatory beliefs.  

• Culturally competent services that consider minority characteristics 

and intersectionality. 

• Shifting focus towards preventative healthcare. 
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Limitations 

One challenge of the review is that there is only a small body of evidence exploring 

PWLD’s experiences. This may be partly explained by some of the barriers and challenges 

researchers feel when recruiting from this population. While there are barriers it is 

important for researchers to consider the considerable health and policy benefits that are 

possible from recruiting this underserved group (Beighton et al., 2019; Lennox et al., 

2005). Another limitation of the study is that the majority of studies stated that participants 

had either mild or moderate LD, meaning we are not capturing the experiences of people 

with more severe LD. Future research should consider more inclusive and creative ways to 

capture the experiences of this group. An example may be by eliciting people’s emotional 

and behavioural responses immediately following appointments.  

Future Direction for Research  

The CASP quality appraisal process highlighted areas of common omission in the 

current literature; future research should aim to clearly identify ethical considerations and 

use reflexivity to account for the implications of themselves as researchers in the research. 

Interestingly, two of the papers included in the review specifically discussed the 

experiences of PWLD from particular genders’ viewpoints. Because there were only two 

studies exploring these themes within the review, there was little scope for these concepts 

to translate more broadly across the papers, however future research could explore in more 

depth the specific healthcare experiences of men and women with LD. The review 

highlighted how systemic discrimination and disempowerment is still evident for PWLD 

within their healthcare, future research exploring the role of intersectionality and the risks 

of double discrimination in this population would add useful insights to the field. 
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Conclusion  

This study provides evidence that PWLD want to be more included in their primary 

healthcare through empowerment, appropriate communication, relational connection, 

reasonable adaptations and improved access. Bias, discriminatory and disempowering 

narratives about PWLD appear to be being challenged, yet there are still improvements that 

need to be made to the healthcare experience for PWLD. Shifts towards preventative 

healthcare, action to promote the self-determination of PWLD to be active consumers of 

their healthcare and broader awareness of the intersections that influence the lives of 

PWLD need to be considered as direction for the future.  We hope that considering the 

voices of PWLD through the framework of the ecological model, will allow people 

working with and supporting PWLD to identify where they can play a role in improving the 

experiences of healthcare for the LD population.  
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An Evaluation of the Family and Friends’ Group within the Gloucester Recovery in 

Psychosis Team (GRIP) 

Around 7 % of the population may experience an episode of psychosis in their 

lifetime (McGrath et al., 2016). The average age of the onset of first episode psychosis is in 

people’s late teens and early twenties (Kirkbride et al., 2006), meaning many people 

experiencing psychosis are living with, or are in close contact with their family and 

relatives. A wide body of evidence has found that the experience of psychosis does not only 

impact the individual experiencing it, but can impact greatly on people’s family, carers and 

social networks (Reed, 2008). Research has found that families and carers are at increased 

risk of social isolation and poorer quality of life (Hayes et al., 2015). Carers are also likely 

to experience high levels of burden and difficulties with their own mental health (Smith et 

al., 2014). 

Kuipers, Onwumere and Bebbingtons' (2010) Cognitive Model of Caregiving in 

Psychosis suggests carers’ perception of illness, appraisals, coping behaviour and support 

systems can influence their responses to the person they care for, and at times, act as a 

maintenance to the individual’s difficulties. Kuipers et al., (2010) therefore suggest that 

interventions that target these maintaining factors, can improve outcomes for people 

experiencing psychosis. 

The National Institute for Health and Care Excellence (2014) recommend family 

interventions with carers or family members who the person with psychosis lives with or is 

in close contact with. NICE (2014) recommends that interventions for families serve a 

specific function; either supportive, educational or as a treatment. Following guidance from 

the Early Intervention in Psychosis Access and Waiting Times Standards (NHS England et 

al., 2016) many NHS services offer a range of family interventions, including psycho-

educational family and friends’ groups.  
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A recent systematic review found that psycho-educational groups for this population 

were effective for a range of outcomes, including; improving carers’ wellbeing, reducing 

carer burden and reducing caregiving negative experiences (Sin et al., 2017). Qualitative 

accounts of the benefits gained from psycho-education groups for family members of 

people with psychosis include; developing insight and acceptance, learning to problem 

solve, improving confidence and reducing feeling of guilt (Nilsen et al., 2016; Riley et al., 

2011).  

As well as the educational elements of a group, it appears that being part of a group 

is important for carers to share experiences, gain support and form self-identity as a carer 

(Mitchell, 1996; Riley et al., 2011; Sin et al., 2017). Social Identity Theory (Tajfel & 

Turner, 1979) suggests that being a member of a group can strongly influence behaviour 

and experience. The duration of psycho-educational groups for family and friends of people 

with psychosis seems to vary globally, with Sin et al (2016) finding interventions ranging 

from 4- 52 weeks across 32 RCTs. It was concluded that there was no significant 

association between duration, contact time and outcomes. Therefore, it is currently 

unknown what duration of group for this population may be the most beneficial for 

outcomes.  

It is clear from the literature that family interventions, including psycho-educational 

groups, are an important part of improving patient recovery, as well as providing a range of 

benefits for family members and carers. However, there are still questions around the most 

beneficial way of delivering these interventions. By evaluating outcomes and people’s 

experience, groups can be adapted to best meet the needs of the service user and service 

provider.  
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Consultancy 

The Local Picture  

The Gloucester Recovery in Psychosis (GRIP) team are the NHS Early Intervention 

in Psychosis (EI) team across Gloucestershire, UK. Following NHS guidance, family 

interventions are frequently used within the service, including the ‘family and friends’ 

group. GRIP have been running a psycho-educational based group for over 10 years. The 

group aims to provide people with information, support and an opportunity for social 

networking. Groups run annually for 7 weeks and are aimed at anyone who supports 

someone experiencing psychosis.  Sessions cover a wide variety of topics and are presented 

by a range of specialists (see table 1).  

Table 1  

Group Content 

Session Number  Session Content  

1 Why am I here? What’s it all about then? 

Introductions, what is psychosis? 

 

2 Treatment for psychosis 1. 

Medical and psychological treatments- by Psychiatrist and Clinical 

Psychologist.  

 

3 Treatment for psychosis 2. 

Sports therapy and occupational therapy- by Sports Practitioner and 

Occupational Therapist.  

 

4 Interventions offered by GRIP.  

Early warning signs, coping strategies, crisis planning. 

 

5 Crisis and the mental health act. 

Crisis team, the mental health act, confidentiality.  

 

6 Substance misuse. 

 

7 Caring for Carers.  

Carers assessment, looking after yourself, benefits. 
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Consultancy with the Service 

From liaison and discussion with members of the GRIP team, including the clinical 

psychologist, service manager and a mental health nurse, a feasible plan for evaluating the 

group was developed collaboratively. Questions that the team hoped to be answered and 

explored were collated. The researcher worked closely with the clinical psychologist in the 

team to develop the research questions and consider methods of measuring outcomes. Once 

a study proposal had been developed, outcome measures and questionnaires were reviewed 

by a person with personal experience who had attended a previous family and friends’ 

group. From their guidance, shortened version of measured were sought and written 

feedback was agreed on as the qualitative data collection method as opposed to interviews 

or focus groups to make this less burdensome for participants. 

 The team described hopes of continuing to provide the group for families and 

friends, together with the pressures on staff time and service delivery. Like many NHS 

services Early Intervention in Psychosis teams are increasingly having to evaluate their 

practice to highlight to commissioners that their service is providing quality interventions 

and using their time and staff efficiently and effectively. The team had particular questions 

regarding the length and duration of the group; the group had already been reduced in 

length from previous years and the team were questioning if the duration could be reduced 

further. The team anticipated using the findings of the study to ensure they are meeting the 

needs of the service users and are able to deliver a sustainable service, while highlighting 

the group’s benefits and strengths.  

Aims and Questions to be Addressed   

This study aims to evaluate the family and friends’ group within the Gloucester 

Recovery in Psychosis Team (GRIP).  
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1) Is the level of perceived mental wellbeing, carer burden, group-inclusion and 

understanding of psychosis impacted by attending the group? 

2) Is the family and friends’ group meeting its aims; to provide support and 

information for carers and an opportunity for social networking? 

3) What do friends and family find the most valuable part of the group? 

4) Is 7 weeks a feasible number of sessions for the group? 

5) What improvements can be made to the group? 

Method  

Ethical Approval  

Ethical approval for a service evaluation project was given by the University of 

Bath Psychology Ethics Committee (PREC code: 19-111, approval date: 05/08/2019) and 

from the Research & Development team within the local NHS trust. 

Design 

A mixed method design was adopted. Quantitative data was collected using 

standardised measures and a self-rating scale. Qualitative data was collected using written 

feedback forms.   

Participants  

All attendees of the family and friends’ group were invited to participate. The group 

was accessed by a range of people who support someone experiencing psychosis; including 

parents, siblings, partners and grandparents.  Of the total group (N = 20), 11 participants 

provided pre-group and post-group quantitative measures and 14 provided post-group 

qualitative feedback.  Participants attended an average of 5.64 of the total 7 sessions. 

Materials  

Quantitative data was collected using three standardised measures of mental 

wellbeing, carer burden and group inclusion. The group inclusion measure looked at 
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participants sense of identifying as ‘someone who supports someone experiencing 

psychosis’. ‘Understanding of psychosis’ was also measured using a 10-point self-rated 

Likert scale (table 2). Measures were administered pre and post group. Qualitative data was 

collected using a post-group written feedback form. See Appendix 6 for feedback questions 

and appendix 7 for outcome measures.  

Table 2 

Outcomes Measure 

Outcome Measure  Description   Item No.   Response options  

The Warwick-Edinburgh 

Mental Well-Being 

Scale 

(WEMWBS) (Tennant et 

al., 2007). 

 

Measure of mental wellbeing. 

Higher scores indicate better 

mental well-being.  

14 ‘None of the 

time’ to ‘All of 

the time’.  

Zarit Burden Interview 

(Short Version) (Bédard 

et al., 2001.). 

Measure of carer burden. 

Lower scores indicate lower 

levels of carer burden.  

 

12 ‘Never’ to 

‘Nearly always’ 

A Multicomponent 

Model of In-Group 

Identification (Leach et 

al., 2008). 

Measure of group inclusion as 

‘a person supporting someone 

experiencing psychosis’. 

Higher scores indicate a 

greater sense of being 

included in a group.  

 

14 ‘Strongly 

disagree’ to 

‘Strongly agree’.  

10-point Likert scale of 

‘Understanding of 

Psychosis’ 

Understanding of Psychosis. 

Higher scores indicate a 

greater understanding of 

psychosis.  

1 0-10 scale   

 

.  
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Data Analysis  

Descriptive statistics were calculated for quantitative data using SPSS for Windows 

25.0. Mean values from pre and post group were compared to highlight direction of change. 

Inferential statistical analysis was not carried out due to the small data sample. In line with 

the services request, qualitative data was collated and presented as a narrative to highlight 

common themes.  

Results 

Quantitative Findings  

Pre- and post-group descriptive statistics are presented in table 3. Pro-rating was 

used for missing data where appropriate. The WEMWBS user guide states that missing data 

can be tolerated when there are no more than 3 missing items. Individual mean imputation 

was used in these cases (Taggart et al., 2015). Items with more than 20% missing data were 

removed. On this basis, of the 11 participants with matched data, 1 was excluded.  

Table 3 

Pre and Post Group Descriptive Statistics; Means and Standard Deviations  

 

Measure  N  M SD 

Mental Wellbeing  11 Pre 

 

44.91 10.43 

Post 50.64 9.39 

 

Carer Burden  11 Pre 

 

21.18 9.63 

Post 15.82 9.42 

 

Group-Inclusion  10 Pre 58.70 10.09 

Post 65.82 15.68 

Understanding of 

Psychosis  

11 Pre 3.91 1.87 

Post 6.73 1.10 



RESEARCH PORTFOLIO  53 

 

Scores of mental wellbeing were higher post-group (M = 50.64, SD = 9.39) than at 

pre-group (M = 44.91, SD = 10.43), indicating an improvement in feelings of mental 

wellbeing, see figure 1.  

Figure 1 

Mental Wellbeing Scores Pre and Post Group (X = Mean, Line = Median) 

 

 

 

 

 

 

 

Scores of carer burden decreased from pre-group (M = 21.18, SD = 9.63) to post-

group (M = 15.82, SD = 9.42) indicating a reduction in feeling of carer burden, see figure 2.  

Figure 2 

Carer Burden Scores Pre and Post Group (X = Mean, Line = Median) 
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Scores of group inclusion increased from pre-group (M = 58.70, SD= 10.09) to post-

group (M = 65.82, SD = 15.68), indicating an increase in feelings of group-inclusion, see 

figure 3.  

Figure 3 

Social Inclusion Scores Pre and Post Group (X = Mean, Line = Median) 

 

 

Scores of understanding of psychosis increased from pre-group (M = 3.91, SD = 

1.87) to post-group (M = 6.73, SD = 1.10), indicating an increase in understanding of 

psychosis, see figure 4.  

Figure 4  

Understanding of Psychosis Scores Pre and Post Group (X = Mean, Line = Median) 
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Qualitative Findings   

In order to answer the service’s research questions, the qualitative findings are 

presented as a narrative of common themes and ideas. 

What is valued about the group? 

 The majority of participants described the group as meeting its aims. Gaining 

“information” was most frequently quoted as the most important of these aims. By gaining 

information, participants felt their understanding of psychosis improved, as well as their 

understanding of what support services can offer.   

“…attending these sessions has been invaluable in increasing my understanding of 

psychosis” P11. 

Participants valued the opportunity to hear from a range of professionals regarding 

their specialist areas and appreciated the opportunity to ask questions to professionals 

throughout the group sessions.  

“The talks by doctors and other professionals gave me a greater insight into the 

various aspects of psychosis” P11. 

Interestingly, participants name a range of specific sessions as being the most 

helpful or valued for them. This shows that attendees have a range of needs and hold 

greater value to sessions that feel particularly important and informative to their 

experiences. 

Participants describe a sense of comfort and support from being around others in the 

group. Having similarities to others and shared experiences appears important to 

participants.  

“Understanding that I am not alone, nor even a minority has been an eye opener 

and comfort” P1.  
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Participants described the atmosphere of the group as friendly and welcoming, 

helping them to feel relaxed and able to join in discussions and conversations.  

“Friendly approachable organisers and contributors to the sessions helped create a 

relaxed atmosphere which encouraged participation” P11.  

Though people talk of having similarities with people in the group, few participants 

talk of specifically using the group for social networking.  

“…. we haven’t had any contact with other members of the group. That's fine, as it 

wasn't our intention to network” P10.  

It may be that participants felt there was not the space within the group structure for 

social networking or sharing their personal experiences. A number of participants suggested 

that the group should have designated time to share difficulties or check in as a group. 

“Maybe 15 minutes about how people's week has been” P6. 

Group length 

The majority of participants stated that the length of the course and number of 

sessions fitted well for them. A small number of participants felt more sessions would be 

helpful.  

“Having had no previous experience of psychosis whatsoever, I was keen to learn 

more, however many sessions that took” P11. 

On the other hand, some participants felt the course materials could have been 

covered in fewer or shorter sessions.  

“Session could be a bit shorter- more efficient” P7. 

What could be different? 

Participants made several suggestions for improvements they felt could be made to 

the group, these are summarised in table 4.  
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Table 4 

Suggested Improvements for Future Groups  

 

• Time to ‘check in’ at the start of the group 

• Commitment to a confidentiality clause  

• Time to ‘troubleshoot’ specific needs  

• Shared problem solving as a group  

• Person experiencing psychosis to be able to attend some sessions  

• Email group to be set up for attendees  

• Presentations to be emailed out  

• A more flexible time structure 

• Opportunity to re-attend missed sessions  

• Shorter, more efficient sessions  

• An ‘idiots’ guide for family and friends  

• Summer perhaps not being the best time of year to commit to attend all sessions  

• More detailed information advertising the group 

• Housekeeping: Decaffeinated drinks, better ventilated rooms 

 

 

 

Dissemination of Findings  

The findings were presented to the GRIP team via a team meeting. The team were 

provided with a summary of the methods, findings and recommendations verbally and as a 

written handout (see appendix 11). 

 Staff appeared interested and engaged in the project and discussed ideas about how 

the recommendations could be put into action. The team expressed a plan to improve the 

social networking and group-inclusion aspect of the group as well as consider adaptations 
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to the group’s length and materials. A discussion was had around having time for ‘check 

ins’, shared problem-solving and group discussions.  

The team expressed an interest in evaluating future groups in a similar way and 

hoped to use the current evaluation as a baseline to compare future group outcomes against. 

The team were given the materials and data needed to complete a group comparison.  

Following the feedback session, the GRIP team manager suggested disseminating 

the findings of the project further and invited the work to be put forward for a poster at the 

Early Intervention in Psychosis Network Annual Forum.   

Discussion 

The aim of the study was to evaluate a family and friends’ group for people who 

support someone experiencing psychosis. The evaluation project demonstrates that 

improvements in mental wellbeing, carer burden, social- inclusion and understanding of 

psychosis are seen following attendance of the group. Qualitative data highlighted the value 

for group attendees of gaining information and a greater understanding of psychosis, 

alongside the value of being with people with similar experiences. These are factors that 

have been seen across the literature in this population (Sin et al., 2017).  

Those that care for someone with mental health difficulties are at increased risk of 

having difficulties with their own mental health (Shah, Wadoo, & Latoo, 2010). It is 

promising to see that mental wellbeing improved for participants in the current study. Using 

interpretations from a study that compared the WEMWBS with other measures of 

depression, the population in current study moved from having scores considered in the 

‘high risk of psychological distress’ to a lower risk category after attending the group 

(Taggart et al., 2015). These findings are in line with evidence that carer-focused 

interventions are important for reducing psychological distress and improving quality of 

life for those that support someone with psychosis (Yesufu-Udechuku et al., 2015).   
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According to the Cognitive Model of Caregiving in Psychosis, carers’ perceptions 

and appraisals of the illness are important in influencing how they provide care (Kuipers et 

al., 2010). The cognitive model suggests that when carers can move away from shock and 

denial about mental health difficulties and more towards understanding, relationships 

between family and friends and the person experiencing psychosis can become more 

productive and aid recovery (Kuipers et al., 2010). In the current study, improvements are 

seen in participants’ understanding of psychosis and levels of perceived carer burden. These 

findings are consistent with an earlier evaluation of the GRIP’s family and friends’ group, 

that found improvements in understanding and reductions in feelings of guilt for carers may 

have contributed to aiding their relationships with the person they support (Riley et al., 

2011).   

Isolation is commonly experienced by those in a caring role (Hayes et al., 2015). 

The literature suggests that those supporting someone with first episode psychosis, are less 

likely to have had exposure to mental health services, meaning they may experience even 

greater feeling of isolation than those supporting people with other mental health 

difficulties (Sin, Moone, & Newell, 2007). While the current study found some 

improvements in feelings of group inclusion and qualitative accounts of the value of being 

with others with a shared and similar experience, it appeared from participants feedback 

that the group may have missed some opportunity for promoting group cohesion and social 

networking and support. 

 According to Yalom (1995), there are a number of factors integral to effective 

group therapy. These include ‘universality’; feeling that others have similar difficulties that 

are not unique to you, ‘group cohesion’ or sense of belonging to a group and ‘imparting 

information’ or exchange of information which can empower group members to give and 

receive advice. In the current study participants fed back that they would like time to ‘check 
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in’ as a group and time to share difficulties and problem solve together. The current group 

aims to provide a space for social networking and support, but it appears from feedback that 

this aim was less well met than others.  Holding the studied findings and theory of group 

factors in mind (Yalom, 1995), it may be that further attention is needed in future groups to 

promoting feeling of group-inclusion, social cohesion and support.  

In terms of the group’s duration and length of sessions, the responses from 

participants are mixed. The majority of participants felt 7-sessions was the correct number, 

though some felt the sessions could have been shorter in length. In a meta-analysis of 

psycho-educational groups for carers, no association was found between group duration, 

contact time and outcomes (Sin et al., 2017). Considering these findings and the service’s 

pressure regarding service delivery, streamlining the sessions content and reducing the 

session length may be a viable option for future groups.  

Implications for Practice  

• The study highlights the benefits and value of the group for family and friends, 

emphasising the importance of this service being continued by GRIP.  

• An aim of the group is to provide an opportunity for support and social networking. 

More emphasis could be placed on these aims in future groups. Opportunity to 

‘check in’ and problem solve together could help promote this.  

• The session length could be adapted to make information delivery more efficient. 

Slightly shorter groups could be run more frequently, meaning attendees could re-

attend missed sessions and the time of year may not be so problematic. This could 

mean it is more feasible and sustainable for the team to deliver groups.   

• Appropriateness for service users to attend sessions with their family and friends 

needs to be considered by the team.  
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• Practical considerations should be given by the team around appropriate rooms for 

the group, facilities available to attendees and materials used.   

Limitations and Further Research 

In terms of limitations, the sample size of the current study was relatively small, 

meaning findings cannot be generalised. However, for the purposes of a service evaluation, 

the sample size exceeded expectations and provides a baseline for the service to compare 

future groups against if evaluated in the same way. Of the 20 participants, pre and post 

measures were only able to be collected from 11, highlighting a high level of attrition. 

Future research should consider how measures can be collected more effectively, for 

example measure could be emailed electronically or posted to capture those who were 

unable to attend the final session.   

Qualitative data was collected using written feedback forms. Much of the feedback 

given by participants was brief and had little detail, meaning there could have been a lack 

of richness to the data. It may be beneficial in future research of this nature to use a focus 

group to gather qualitative feedback. However, from advice that was sought from a person 

with personal experience of attending the family and friends’ group, it was fed back that the 

least burdensome method of data collection was favoured by participants. Similarly, the 

service running the group gave the researcher specific questions they hoped to be answered 

from the evaluation. Using a focus group may be more suited to a more general enquiry 

into participants experiences of attending the group, rather than a method of gaining 

feedback to specific questions.  

In terms of further research, it would be interesting to measure the long-term 

outcomes from attending the group. In a systematic review of intervention for carers of 

people with severe mental illness, it was found that psycho-educational groups for those 

that support someone with psychosis had benefits in reducing psychological distress at 6 
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month follow up, a finding that was not significant immediately after the intervention 

(Yesufu-Udechuku et al., 2015).  

Conclusion  

In summary, the GRIP family and friends’ group is clearly highly valued and offers 

a range of benefits to people supporting someone with psychosis. While improvements in 

mental wellbeing, understanding of psychosis, carer burden and feeling of inclusion were 

seen, a larger sample is needed to demonstrate clinically significant findings. Gaining 

information and developing a better understanding of psychosis are important for people, as 

well as having a sense of shared experience with others in similar situations. Future groups 

may benefit from placing more emphasis on group cohesion and social support by having 

time for group discussions and shared problem solving. Adapting session length and 

materials may support the team to continue to sustainably deliver this valued service.  
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Delivering Psychological Services for People with Learning Disabilities during the 

Covid-19 Pandemic: The Experiences of Psychologists. 

The Covid-19 pandemic has had global implications and was announced as a public 

health emergency in January 2020 (World Health Organisation, 2020). The UK government 

implemented a nationwide lockdown on March 23, 2020 in order to minimise the spread of 

the virus (Institute for Government, 2021), meaning that many public services were closed 

and people were instructed to stay at home, with the exception of essential activities.   

The pandemic disproportionately impacted people with learning disabilities 

(PWLD)2, with early data finding a 134% increase in deaths of PWLD or autism between 

April-May 2020 when compared with the same period in 2019 (Care Quality Commisson, 

2020). The issues of health inequalities for PWLD have been highlighted for over 20 years 

(Department of Health, 2001, 2009). PWLD have higher prevalence of mental and physical 

health conditions when compared with the non-LD population (Hughes-McCormack et al., 

2017; Kinnear et al., 2018), caused by greater exposure to social determinants of health e.g. 

social disconnect and poverty, reduced health literacy, high risks of biological and genetic 

factors, as well as greater incidents of health risk behaviours such as poor diet, obesity and 

low levels of exercise (Emerson & Baines, 2010). Health inequalities have been 

exacerbated by the pandemic. With increased prevalence and greater exposure to poor 

determinants of health, models of accommodation meaning communal living is common, 

reliance on others for support and care, as well as difficulties in accessing and 

understanding guidance, PWLD are at a greater risk of catching and dying from Covid-19 

(Courtenay & Perera, 2020).  

 

 

2 Learning Disability is the clinically recognised term in UK services. International papers 

may use alternative terminology such as Intellectual Disability. 
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A deterioration in mental health across the population of the UK as a result of the 

Covid-19 pandemic has been documented, particularly increased anxiety and depression in 

those with pre-existing mental and physical health difficulties and those in socio-economic 

adversity (Daly et al., 2020; Kwong et al., 2020). Restrictions put in place to reduce the 

spread of the virus are known to impact mental health (Brooks et al., 2020), with 

restrictions likely to impact the wellbeing of PWLD more significantly (Courtenay & 

Perera, 2020). PWLD have reported missing having close social contact to people and have 

had difficulties understanding preventative measures (Embregts et al., 2020). For children 

and young people with LD, 90% were reported to have been negatively impacted in terms 

of mental health as a result of the pandemic (Theis et al., 2021). Carers of PWLD have also 

reported significantly greater mental health needs than pre-pandemic (Willner et al., 2020). 

Changes to LD services within the UK have been vast. Hughes and Anderson 

(2020) give a narrative account of the experiences in an NHS learning disability service in 

the UK. Describing ‘business as usual’ being suspended, daily briefings bringing daily 

change and uncertainty, inpatient services suspending all visits other than those providing 

essential care, as well as community services offering remote contact where possible, with 

face-to-face support with Personal Protective Equipment (PPE) in urgent scenarios. The 

literature is limited regarding the use of digital psychological interventions with PWLD. In 

a small qualitative study, PWLD and psychologists gave accounts of their experiences of 

using computers to assist therapy. Concerns around confidentiality emerged as well as 

clinicians distrust of computerised interventions, although computers also reportedly aided 

in-session communication, facilitated home practice and had the possibility to improve 

engagement (Vereenooghe et al., 2017). Although many PWLD are willing and able to 

engage with technology there are barriers including cognitive, physical or sensory 
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impairments, lack of training and support, financial issues and systemic barriers such as 

discouragement from carers or family (Sheehan & Hassiotis, 2017). 

Evidence exploring the impacts of the pandemic on healthcare professionals (HCP) 

has grown exponentially over the last year, with levels of burnout, anxiety, stress and sleep 

disturbance reportedly high (Jalili et al., 2021; Pappa et al., 2020). Access to safety 

equipment, risks and fear of transmitting the virus, juggling family and care commitments, 

feeling competent working in new and different ways, and uncertainty are thought to be 

common sources of anxiety for HCPs during the pandemic (Shanafelt et al., 2020). Though 

much of the literature has initially looked at ‘frontline’ workers, it appears that the impacts 

fall broadly across health and social care professionals (Hou et al., 2020; Muller et al., 

2020).  

The early pandemic literature highlights the importance of capturing the experience 

of the pandemic for PWLD, their systems and services in order to learn and inform future 

practice and policy (Courtenay & Perera, 2020). This study therefore aims to explore the 

following: 

- To understand the experiences of psychologists delivering psychological services to 

people with learning disabilities during the Covid-19 pandemic. 

- To understand the impact of Covid-19 on the wellbeing of people with learning 

disabilities from the perspective of psychologists. 

- To explore how these experiences may inform future practice. 
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Methodology 

Design  

Thematic analysis was chosen to explore participants’ experiences, using an 

inductive approach based on critical realist epistemology. There is limited research in the 

field, therefore a data driven, bottom-up approach was adopted (Braun & Clarke, 2006). It 

was viewed that participants’ accounts of their experience expressed their lived reality, 

therefore a critical realist stance that acknowledges both the socially constructed world and 

external world in the construction of meaning was held (Rohleder & Lyons, 2015). In line 

with the research aims, semi-structured interviews were used, allowing for in-depth 

exploration of participants’ experiences. 

Ethical Approval  

The study was given ethical approval by the University of Bath, Psychology 

Research Ethics Committee (Ref: 20-111). All participants gave their consent to take part. 

Participants  

Purposive sampling was used to recruit. Inclusion criteria sought qualified 

psychologists working in UK services for people with learning disability during the Covid-

19 pandemic. Participants were invited to take part via an advert posted on a social-media 

group for psychologists working in the field. The group had 797 members, 19 people made 

contact with the researcher and 12 participated, see table 1 for demographic information. 

Participants worked in a range of service settings, with some working across multiple 

services throughout the pandemic, all service settings are listed. 
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Table 1.  

Demographics of Participants  

Demographic Participants (N) 

Gender  

Female 11 

Male 1 

Age Range  

25-34 4 

35-44 7 

45-54 1 

Ethnicity  

White British 10 

White Scottish 1 

Chinese 1 

Job Role  

Clinical Psychologist 11 

Counselling Psychologist 1 

Service Setting  

Community Learning Disability Team (Adult) 7 

Intensive Support Team (Adult) 1 

Forensic Inpatient Unit (Adult) 1 

Inpatient Unit (Adult) 1 

Psychological Therapies Service (Adult) 1 

Child and Adolescent Learning Disability Team 2 

Positive Behaviour Support Service (Child) 1 

Education Service (Child) 1 

 

Procedure 

If participants were interested in taking part, they were invited to email the lead 

author. They were then sent the information sheet and consent form. The first 12 

participants that consented to the study were invited to interview. Interviews took place 

over Microsoft Teams (January- February 2021).  A semi-structured interview schedule was 

developed by the researchers and consulted on by a person with lived experience of 

accessing psychological services. Questions were open ended and designed to allow 

participants to explore their experiences. Interviews lasted for around 1-hour and were 



RESEARCH PORTFOLIO  73 

audio recorded and transcribed verbatim. Participants were given a £10 voucher as a thank 

you for their time. 

There is debate regarding data-saturation in qualitative research (Braun & Clarke, 

2019). Recruitment was stopped at 12 participants as it was felt that no significantly new 

concepts were being discussed. For interview based qualitative research, where rich data is 

likely to be collected, around 6-10 participants is considered acceptable (Braun & Clarke, 

2013). Although, it is possible that if more participants had been recruited, further themes 

could have emerged.  

Researcher Reflexivity  

The research team was made up of the lead researcher (NG), a trainee clinical 

psychologist, the university research supervisor (CRP) and the external research supervisor 

(CD). Both supervisors were clinical psychologists working in the field of learning 

disability at the time, this allowed for their consultation on the appropriateness of research 

aims and interview questions. NG has also had some experience of working in learning 

disability services during her clinical training during the pandemic. All researchers were 

white British females. Additional support was provided by a research apprentice regarding 

transcription and a researcher outside of the research team was consulted at the stage of 

coding and theme development. As the research team all had particular interest in LD 

research and were based in LD services, consulting with a researcher outside of the team 

allowed for an alternative, outside perspective to shape theme development and account for 

some bias that may have been present from the team. 
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Data Analysis  

Data was analysed using thematic analysis (Braun & Clarke, 2006), utilising the 6-

stage approach. As the study is exploratory this analysis method was felt to be most fitting 

as it aims to identify patterns and make sense of data. Interviews were transcribed verbatim 

by the lead researcher (N = 8) and a research apprentice (N = 4). Transcripts were then read 

and re-read by the lead researcher while reflective notes were taken. Each transcription was 

coded for initial codes and collated into potential themes. Coding was ‘open’, meaning pre-

set codes were not used, but codes were developed and modified throughout (Maguire & 

Delahunt, 2017). At this stage two transcripts were read by a researcher outside of the 

research team and coded. Codes and patterns were discussed to explore potential bias and 

quality assure the coding process. This process raised particular discussion about the impact 

on professional identity as an emerging theme.  Themes were then reviewed, constantly 

being checked back with the data. Initial thematic maps were presented to the research team 

by the lead author and themes were then refined through discussion. A final thematic map 

was developed, and themes were defined. The author’s reflective journal allowed for an 

audit trail in decision making throughout the analysis process. (See Appendix 16- 20 for 

examples from the analysis process).   

Additional Context  

At the time of study recruitment (January-February 2021) the UK was in its third 

national lockdown and on February 22, 2021 global confirmed cases of Covid-19 were 

reported as over 113 million, with global deaths recorded as over 2.5 million (World Health 

Organisation, 2021).  
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Findings 

Three superordinate themes were identified with additional subordinate themes. 

‘Delivering Psychological Services’ contained five subordinate themes: ‘Context’, 

‘Accessibility and Acceptability’, ‘Professional Identity’, ‘Living the Pandemic’ and ‘Team 

Connection’. ‘Wellbeing of PWLD’ contained three subordinate themes: ‘Same Storm 

Different Boat’, ‘Continued Inequality’ and ‘Resilience and Re-Evaluation’. ‘Learning and 

Future Practice’ contained three subordinate themes: ‘Choice and Connection’, ‘Inclusion’ 

and ‘Workforce Wellbeing’ (see Figure 1 for thematic map and Appendix 21 for further 

supporting quotes). 
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Figure 1.  

Thematic Map 
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Delivering Psychological Services 

Context 

 Participants describe the changes to the environment and system they were 

operating within following the announcement of the pandemic. Subordinate themes were: 

‘Moving Goalposts’ and ‘The Risks’. 

Moving Goalposts. Sudden change and uncertainty was reported by many. Most 

health services advised that initially, all non-crisis work must take place remotely or be 

cancelled.   

“…week by week sometimes, the changes were week by week”. P9. 

The Risks. Participants spoke of the fact that the learning disability population is at 

greater risk to Covid-19, this added to the responsibility and pressure they felt in keeping 

their client group safe.  Having to balance the risk of transmission with the risks of possibly 

not being able to offer intervention.   

“We would rather delay an assessment for a few weeks or months, than possibly 

giving your loved-one Covid, it is just not worth the risk…” P12. 

Similar experiences were reported by Hughes and Anderson (2020), describing 

having to balancing the risks of transmission with providing an accessible service, 

alongside frequent changes to guidelines. 

Acceptability and Accessibility 

 Participants discussed the extent to which new ways of working were acceptable or 

accessible to PWLD and their systems. Subordinate themes were: ‘Barriers’ and ‘What 

Worked’. 

Barriers. Many barriers emerged, particularly around working remotely and what 

may be lost from virtual or telephone interactions. Many spoke of difficulty, for service-

users, but also wider systems in accessing appropriate technology. Although some service-
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users, particularly younger clients, or those with mild-moderate LD, had their own devices 

or had experience in using technology, many clients had to borrow devices or be supported 

to join virtual appointments. Similar issues were found by Lake et al., (2021), PWLD 

reported financial and systemic issues to accessing technology for health appointments 

during the pandemic.   

“…it has a potential to be quite disempowering, sometimes they are asking someone 

to set the call up for them or they’re using, say their carer’s laptop or the staff 

member’s laptop, and I think that comes with all sorts of issues…I suppose about 

power and confidentiality”. P7 

For those that could access remote appointments, clinicians described frequent 

technological issues e.g., internet or system errors. Many also described significant barriers 

in using their therapeutic tools effectively. Particularly use of non-verbal communication 

such as drawing together on paper, using picture cards, using subtle nuances to interpret 

feelings, modelling and use of physical movement. 

“I can sometimes get up a document and draw things out, but it is so slow and 

clunky…it interferes with the session…we rely a lot on people’s verbal abilities 

now”. P12 

While some adaptations could be made, for example virtual-whiteboards and 

posting resources, there were significant barriers to adapting core tools effectively. For 

example, if a client only has access to a smartphone, the screen may be too small for visual 

aids to be effectively used. For a population that can rely heavily on non-verbal 

communication, this can lead to misinterpretations and confusion. In a recent study, most 

clients invited for therapy in an adult LD service felt unable to engage in video-based 

psychological therapy, preferring to wait for face-to-face sessions or talk over the telephone 

(Rawlings et al., 2021).  In a survey of 325 psychotherapists working across a range of 



RESEARCH PORTFOLIO  79 

settings during the pandemic, technical issues and difficulties interpreting interpersonal 

cues were common (McBeath et al., 2020). 

 Participants described some loss of engagement or motivation from clients when 

working virtually, perhaps appointments being taken less seriously. The quality of remote 

contact between carers and PWLD has been rated as lower than in-person contact, with 

some concluding online methods may not be fully meeting the needs of PWLD (Scheffers 

et al., 2021). Sessions with professionals were felt similarly, professional boundaries were 

often described as lost when consultations were held remotely.  

“I think people phase out…you kind of feel more connected with them when you are 

face-to-face”. P4 

If the work is not deemed ‘crisis’ or ‘urgent’ and a service-user could not access 

remote modalities, the psychological intervention in some cases could be offered through 

the client’s system. For a proportion of clients however, the work was ‘paused’, leaving 

some without a service. Many described issues with carrying out cognitive assessments 

safely, these either having to be paused if non-urgent, or being partly completed virtually.  

“I have some concern that there might be people out there that couldn’t access what 

they needed because we weren’t able to deliver it, perhaps it is the more able people 

and people that were more IT savvy that were able to access us”. P9 

There has been recognition that psychological services offered to PWLD during the 

pandemic may have to take a different format depending on restrictions. For example, 

working more with systems as a proportion of service-users will not be able to access 

appointments, or only partial assessments likely to be possible and an acknowledgment that 

these may have to be less comprehensive than previously performed (British Psychological 

Society & Division of Clinical Psychology, 2020). There have been reports from caregivers 
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of PWLD that 36% of children lost access to at least one therapy or education service 

during the pandemic (Jeste et al., 2020). 

As restrictions were eased at various points across the pandemic, face-to-face 

appointments were possible, and participants discussed using PPE in appointments. It 

appears that most service-users were not fazed by PPE.  

“They are quite used to seeing people in PPE, so some children haven’t minded at 

all”. P11 

Despite most people being used to PPE, participants describe the impact on 

communicating non-verbal information. Clear facemasks were requested for work with 

clients with communication difficulties, however in all cases, this was reportedly met with 

barriers as masks did not meet official regulations. Evidence suggests that the presence of 

face masks significantly impacts communication and interpretations of emotional 

expression (Carbon, 2020). 

“…facial expression is just missing, and it feels like you’re missing some degree of 

honesty or just reflecting back someone’s pain or experience that you can’t do”. P10 

The barriers discussed left many participants feeling; “We’re missing so many 

pieces of the puzzle” P5, without the breadth of assessment and non-verbal information 

psychologists usually use to build their formulation and guide psychological intervention. 

The ability to build a trusting therapeutic alliance remotely was also questioned by some 

participants. 

“I wonder what impact it has on the therapeutic relationship, being a bit more 

distant”. P9 

More broadly the efficacy and use of video based and remote psychological 

therapies is being discussed. Research in the non-LD population has found that it is often 

the therapists’ own negative beliefs about video-therapy that can become a barrier, with 
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some evidence suggesting video-therapy can enhance connection and collaboration 

(Simpson et al., 2021). While remote appointments may open up new ways of working, 

challenges are clear, including loss of non-verbal communication, misinterpretations as 

well as loss of boundaries and therapy space (Zoumpouli, 2020). For a population who may 

rely more on non-verbal body-language and benefit from clear communication, using facial 

expression, drawing and physical presence (Mencap, 2021), there is potential that the 

impacts of the restriction on psychological therapies for PWLD are even greater. Art 

therapists working with PWLD during the pandemic report similar findings to the current 

study (Power et al., 2021). The barriers to technology were reportedly significant, shining a 

light on additional exclusion for PWLD. Therapy connection appeared compromised for 

some and therapists described a loss of ‘art making’. It has been hypothesised that 

experiences of delivering online therapy during the pandemic may differ depending on the 

change mechanism used by the psychotherapist, with reports that those using Cognitive 

Behavioural based therapy having more positives attitudes to those using psychodynamic 

approaches. Experience in using remote technologies is also important, suggesting training 

in use is key for psychotherapist. (Békés & Doorn, 2020). 

What Worked. Although many felt strongly that the restrictions of the pandemic had 

hugely impacted the accessibility and acceptability of delivering psychological services for 

PWLD, there were elements of the new ways of working that were felt to be encouraging. 

For some service-users, particularly those with autism or those who were perhaps more 

independent, virtual appointments were reported as favourable. Participants attributing this 

to service-users possibly feeling more comfortable at home, or perhaps the interaction 

having less intensity. 

“…it has made things a lot easier for them because they have not had the problems 

of getting to our service, they’ve had the comfort of their own homes”. P9 
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Similar to the current findings, for PWLD living independently, online-support has 

been found to be well used during the first stages of the pandemic (Zaagsma et al., 2020) 

and virtual vocational training for PWLD has been found to be equally beneficial to face-

to-face training (Brooks et al., 2002). However, preference for ‘teletherapy’ was reportedly 

varied for people with Autism, described as ‘useful in some circumstances’ but also 

‘confusing’ and ‘exhausting’ (Spain et al., 2021). 

One participant spoke of using alternative-media such as YouTube in sessions, to 

help explain concepts, others described having ‘pre’ therapy sessions where the client could 

be supported to learn to use the technology. Easy read guides were developed and the 

clients’ environments were reportedly checked routinely to ensure confidentiality.  

“…having a twenty-minute video call together so that they can both get used to 

how it is to see yourself on the screen and see the therapist on the screen […] I think 

it’s really key for engagement and for the relationship and I suppose modelling as 

well that sometimes technology goes wrong”. P7 

 In terms of face-to-face appointments, participants described adapting to the PPE 

by ‘overcompensating’ non-verbal communications, for example “…saying “I am smiling 

under here; I really wish you could see my face” P6. Others used walking and outdoor 

sessions. In line with psychological intervention guidance for PWLD adaptations should be 

made relative to an individual’s preferences, levels of understandings and needs (National 

Institute for Health and Care Excellence, 2016). 

Interventions such as DBT were reported to be successfully adapted to be delivered 

online through a group and an online course. New innovations were described, including 

virtual Covid-19 support groups for PWLD, virtual interventions for parents and virtual 

‘play packs’ to aid autism assessments. Systemic consultations and interventions were 
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delivered remotely, one participant described using the camera and mute functions to 

facilitate the notion of reflecting teams.  

 Most participants concluded that while the barriers to delivering psychological 

services were vast and they hope for some return to ‘pre-covid’ ways of working, this time 

had perhaps allowed for the development of alternative tools and approaches, challenging 

the narrative of what psychological interventions look like and increasing choice and 

flexibility.  

“…what we saw as a psychological intervention previously is being that face-to-

face in a room with someone, it doesn’t necessarily have to look like that to be 

effective”. P11 

Similar findings were reported by other therapists working with PWLD during the 

pandemic, with many concluding that the pandemic had facilitated the development of new 

and meaningful ways to provide therapy, describing exponential growth in learning (Power 

et al., 2021). Many psychotherapists working with the non-LD population across the 

pandemic reported that they were likely to continue to use remote modalities for therapy in 

the future (Békés & Doorn, 2020; McBeath et al., 2020). In a review it was concluded that 

PWLD are often capable and eager to engage with technology, but the development of 

digital mental health interventions for this population appears to have been overlooked 

historically (Sheehan & Hassiotis, 2017).  

Professional Identity 

Beliefs about professional roles and values were discussed by all participants. 

Subordinate themes within were: ‘Moral Injury’ and ‘Role Change’. 

Moral Injury. Many participants described a sense of feeling unable to offer a 

‘good enough’ service; “It doesn’t feel like therapy proper” P8. This caused internal 
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conflict, dissatisfaction with the work and feeling unable to work in a way that is in line 

with their values. 

“I don’t feel like we’re able to offer as good a service to our patients as we would 

do normally”. P5 

Such significant changes to ways of working caused feelings of having ‘lost tools’, 

contributing to feelings of not delivering the service they hope to or are used to providing.  

“…we perhaps feel like our roles changed and we’re feeling maybe not deskilled but 

like some of our tools have maybe had to be parked for a while and it’s been nearly 

a year now”. P7  

Referring to a person’s sense of conflict in moral conscious, for example, feeling 

unable to work in a way that feels in line with one’s values or ideals (Shale, 2020), moral 

injury has been described as an experience for many HCP across the pandemic (Litam & 

Balkin, 2020) and echoes some of the experiences described by participants in the current 

study. Components contributing to the experience of moral injury in HCP are thought to be: 

working under high pressure, while balancing risk to self as well as risk to patients, 

alongside feeling unable to provide adequate care with constrained resources (Greenberg et 

al., 2020). 

Role change. Participants spoke of focusing more on risk-management, wellbeing-

checks, supporting systems and staff support. Threats of re-deployment were discussed. 

One participant described being asked to move to mainstream children’s services and step 

away from their role in child LD services. An interesting description was the sense of 

needing to be “Covid useful” P3 in the new landscape of health services. Another 

participant described feeling they were not being ‘useful’ if they were not working on the 

‘frontline’. 
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Although some felt an initial sense of uncertainty around their role, many 

participants acknowledged the key role of psychological services.  

“…there was a really valid role…for the community team as a whole, but also 

psychology, particularly around just supporting systems to keep going.” P3 

Similar findings have been reported more broadly, with HCPs reporting feelings 

such as ‘side-line guilt’ when they have not been working on the ‘frontline’ of the 

pandemic. These feelings were described despite providing essential non-Covid health 

services (Reuben, 2020).  

Living the Pandemic  

As well as working within the context of the pandemic, participants were also living 

the shared global experience, the impacts of this are discussed. Subordinate themes were: 

‘Separation’, ‘Containing while Uncontained’, ‘Burning Out’ and ‘Hope’.  

Separation. Many participants were having to juggle childcare commitments while 

working from home and on rota-systems to be in the office. The difficulties of working in 

their own spaces and homes were shared. 

“My workspace is in my bedroom … you see your laptop sitting there and you think, 

oh god yeah, I’ve just had that awful conversation with this client, and you know it 

just brings it all back.” P8 

Psychological detachment from work has been found to be important for wellbeing 

and managing work demands (Park et al., 2011), although in line with the current findings, 

difficulties managing work-home boundaries have been widely documented across the 

pandemic (Kotera & Vione, 2020). 

Containing while Uncontained. Participants spoke of the reality of also living the 

uncertainties and fears of the pandemic, alongside their clients, systems, and the population.  
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“…for all psychologists we were also going through the pandemic…so we don’t 

have the answers and we also feel very uncertain…we are also adjusting and 

adapting to new normality…” P2 

Offering ‘containment’ for the distress of others often emerged, with discussions 

around holding the uncertainty, and sadness of colleagues.  

“As psychologists I think we, and I know I, certainly have felt that I’ve kind of been 

the container for a lot of my colleagues’ distress and loss and sadness and that’s 

been huge”. P7 

While working with distress is a large part of psychological services, loss of 

separate and balance, as well as sharing the experience of the pandemic, appeared to make 

that role as a ‘container’ of distress more challenging. Literature has recognised the 

possible impacts of the pandemic on those providing mental health support, with the added 

pressure and uncertainty of the pandemic likely to increase risks of stress, compassion 

fatigue, secondary trauma and burnout (Joshi & Sharma, 2020).  

Burning out. Some participants described feeling as though they were ‘burning out’ 

through the experience of the pandemic, feeling drained and some sense of loss of love for 

the role.  

“…noticing how emotionally exhausted I am…I think at the end of last year, it was 

kind of reaching a burnout point”. P1 

These experiences are fitting with the wider literature, suggesting extensive 

psychological impacts for HCP from the pandemic, including heightened anxiety, 

depression and burnout (Stuijfzand et al., 2020). Many psychotherapists have reported 

feelings of isolation from working throughout the pandemic (McBeath et al., 2020) and in 

previous research, emotional exhaustion has been reported the most common dimension of 

burnout for psychology professionals (McCormack et al., 2018).  
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Hope. For a number of participants, retaining hope held an important place. The 

hope of a vaccine, or less disruptions to their work and for a return to some sort of 

normality. Holding hope for colleagues also appeared as a role for participants within their 

teams, although at times being more difficult to hold sight of.  

“…there is also a little bit of hope now […] because everybody has had the first 

part of the vaccine, so there is some hope that “oh maybe things will go back to 

normal soon”. P4 

Holding hope was also reported as important by Hughes and Anderson (2020) and 

has been conceptualised as an vital step in managing the complex traumatic losses 

connected with the Covid-19 pandemic (Walsh, 2020). 

Team Connection  

For many, connection and identity as a team was important. Most community teams 

were working from home for a proportion of their time, with team meetings held remotely. 

While many participants described virtual meetings as increasing efficiency, many also 

noted that teams may be less engaged in virtual meetings. A particular pattern that came 

through strongly, was the loss of ad-hoc and informal conversations with colleagues. This 

impacted the ability to discuss clinical work with ease, but also meaning a loss of 

connection as a team.   

“You don’t pick up the phone quite as much as if you can just turn your chair round 

and talk to your colleague behind you…” P8 

Increasing the frequency of some meetings was described as working well, for 

example formulation discussions, this appeared particularly important to facilitate 

psychologically informed conversations which had initially felt lost. Team initiatives such 

as ‘virtual coffee-breaks’ were described. While this appeared to support some, many teams 

fatigued of this due to the virtual modality.  
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Within the wider literature there is acknowledgement of the human ‘togetherness’ 

and connection enabled by video technology during the pandemic (Hacker et al., 2020), but 

terms such as ‘Zoom fatigue’ are also being discussed, recognising the exhaustion 

associated with repeated and frequent video interactions (Wiederhold, 2020). In a review it 

was found that while new ways of working can help worker engagement, there is also an 

increase in fatigue and blurred boundaries (Kotera & Vione, 2020). While many in the 

current study felt there were benefits to holding professional meetings virtually, there is an 

overwhelming drive for a return to some physical presence as a team, both to facilitate 

connection but also reduce fatigue and regain work-home boundaries.  

Wellbeing of People with Learning Disabilities  

Same Storm Different Boat 

Although the Covid-19 pandemic has been a shared experience globally, 

participants expressed how the pandemic has potentially had a greater impact on the lives 

of PWLD.  

“I think it has been much harder for a lot of people than it has for the general 

population, isolation, inactivity, more at risk of Covid because of obesity and health 

problems”. P9 

For people with disabilities the pandemic has been described as causing a ‘triple 

jeopardy’, with increased vulnerability, reduced access to care, along with the adverse 

impacts of the restrictions in place in order to reduce the spread. (Shakespeare et al., 2021). 

Pre-pandemic loneliness has been reported as 4 times higher for PWLD than the non-LD 

population (Alexandra et al., 2018), with this thought to be exacerbated through the 

pandemic (Mencap, 2020). Government information regarding the pandemic has been 

reportedly confusing for many, but cognitive impairments may mean PWLD  have even 

more difficulties understanding government information which can lead to increased 
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confusion and anxiety (Courtenay & Perera, 2020). Research suggests 61% of children with 

physical and/or learning disabilities have had a reduction in physical activity and 90% have 

reportedly been negatively impacted in terms of mental health from the pandemic (Theis et 

al., 2021). 

While loss has also been a shared experience for many, participants describe the 

losses appearing greater for PWLD. Loss in connection, routine, services, freedom, support, 

activity, which for many is a loss of what keeps people well and functioning.  

Continued Inequality 

All participants commented on the disproportionate impact of the pandemic on the 

lives and wellbeing of PWLD. This time highlighting the continued inequality and 

discrimination faced by this population.  

“it’s shone light on the health inequalities that people with learning disability and 

the greater rate at which people with a learning disability are dying”. P5 

As well as higher death rates, participants spoke of the ‘do not resuscitate’ scandal 

brought to light, overly restrictive practices, delayed guidance considering the needs of 

PWLD, digital exclusion making access to mainstream services even harder and a societal 

narrative giving the message that the lives of PWLD may be seen with less value than other 

peoples.  

“…people have been subject to greater restrictions than the general population 

would”. P9 

These issues have also been discussed within the wider literature, the pandemic 

drawing attention to the continued discrimination (Lodge, 2020) and a lack of societal 

understanding for the needs of PWLD, meaning a disproportioned impact on the lives of 

PWLD (Disability Rights UK, 2020). Another example of the inequality being the fact that 
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many PWLD were initially lower in covi-19 vaccination priority than other vulnerable 

groups (The British Psychological Society, 2021).  

Resilience and Re-evaluation 

An overwhelming pattern was psychologist’s expression of the resilience and 

strength PWLD and their systems have shown throughout the pandemic, with many 

learning new skills and ways to connect. 

“…it has solidified just how incredibly strong people with a learning disability 

are”. P1 

Carers rated PWLD as having high resilience during the pandemic, particularly 

drawing from sources of resilience such as positive thinking, social connection and 

structure and routine (Scheffers et al., 2021). Rethinking PWLD’s use of technology has 

also been emphasised in the wider literature, perhaps the pandemic being a unique 

opportunity for some to learn new skills and ways to connect (Lake et al., 2021). 

Many participants noticed that for a proportion of service users the ‘lockdown’ and 

associated changes to daily life have actually been beneficial, perhaps due to reducing 

demands, facilitating smaller more consistent staff teams, or highlighting a service or care 

package that is not right for the individual.  

“Some people have actually been really pleased as they are not having to go to a 

day service that they hate, and their mental health problems have really improved. 

Which just highlights that broad issue…that sometimes people are ‘done to’ and not 

given that choice”. P9 

In line with the findings, wider literature has described some PWLD appearing 

more ‘settled’ during the lockdown, with some reduction in behaviours that challenge 

reported (Hughes & Anderson, 2020; Rose et al., 2020). It is known that routine and 

consistency are known to be important for many PWLD and/or autism, particularly in times 
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of uncertainty and change (National Institute for Health and Care Excellence, 2015; Social 

Care Institute for Excellence, 2020) and perhaps smaller staff teams allowed for greater 

consistency for some. While the restrictions have allowed for the re-evaluation of the needs 

of some, it is also likely that some ease in distress has been a result of avoidance of social 

interaction and demands, although in the short-term able to alleviate anxiety, this will 

exacerbate difficulties when returning to more activity and social engagement (Clark & 

Wells, 1995).   

Learning and Future Practice   

Inclusion  

The impacts of the pandemic on the lives of PWLD has shone a light on continued 

discrimination, with more needing to be done in future to reduce inequality. Inclusion 

Europe (2020) ask that the exclusion brought to light through the pandemic spurs 

government and institutions across Europe to include and protect PWLD and their families. 

“…more needs to be done in terms of inclusion and reducing stigma and listening to 

the voice of people to ensure they are seen as important as everybody else”. P1 

Participants were clear that in the future development of LD services there needs to 

be an awareness of the potential discrimination and disadvantage caused by the over-

digitisation of services for PWLD. 

“…there’ll be a massive pressure once the pandemic ends to continue to provide a 

lot of services digitally … we suspect that’s not going to be the best outcome for our 

patients”. P5 

Considering a socio-ecological, social constructionist model of disability and the 

person-environment interaction, the issue is not the impairment or disability itself, but the 

extent to which the environment is disabling or enabling (Buntinx & Schalock, 2010; 

Wehmeyer et al., 2008). Future policy and services need to hold an awareness of the legal 
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duty to not exclude disadvantaged groups and consider the likely digital exclusion that may 

occur following the pandemic. Improving accessibility of technologies, skills training and 

choice in services are crucial (Equality Act 2010, 2010; Majeed et al., 2020). While the 

evidence in the general population around the use of video-based and remote therapies is 

growing and appears encouraging, further investigation into the efficacy and suitability for 

the LD population is essential. 

Choice and Connection  

Participants want future practices to allow for greater flexibility in service delivery 

and a choice in the modalities that psychological interventions and connection can be 

offered. 

“I’d like to think that we’re going to take forward that bit more diversity, give 

people a preference of how they want to be seen and how they’d like their service to 

be delivered”. P7 

Participants overwhelmingly describe the learning from the pandemic being around 

human connection and the value of this with colleagues, teams, service users and systems. 

Many hoping to return to face-to-face contact clinically and with colleagues, feeling the 

human connection and contact is vital in building relationships and preferred by most 

clients and professionals. While many want to return to ‘pre-Covid’ ways of connecting, it 

is also apparent that many have learnt that meaningful professional and therapeutic 

connections can be built through virtual modalities, opening up possibilities for the future, 

but not losing sight of the value of being in a room together.  

“…we have shown through Covid that there are lots of different ways for us to 

connect meaningfully.” P3 

Lake et al., (2021) describes how the pandemic has highlighted a not ‘one size fits 

all’ for support and connection. Guidance given by The British Psychological Society 
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(BPS) (2021a) highlights how reasonable adjustments should be made and assumptions as 

to who can access technology should be avoided. It must also be acknowledged that virtual 

modalities are not suitable for all and this should not mean someone is disadvantaged in 

accessing a service. Developments of digital based mental health interventions need to 

include consideration for the needs and inclusion of PWLD (Sheehan & Hassiotis, 2017). 

Future psychological services should be offered flexibility with greater choice. 

Flexibility in professional and team working was also felt to be important for the 

future. Having a mix of office and home working was thought by participants to allow for 

better productivity and time efficiency. While there are pros and cons of meetings being 

conducted virtually, many participants felt that some professional meeting could benefit 

from remaining virtual in the future. In the wider literature it is evident that changes bought 

into place by the pandemic are likely to impact the way services are delivered globally. In 

terms of health services, the time and money saving benefits are evident and ‘hybrid’ 

approaches using a mix of digital and face-to-face meetings are thought to be likely (Shah 

et al., 2020).  

Workforce Wellbeing 

For many participants, the pandemic was described as impacting their wellbeing and 

the wellbeing of colleagues. The added pressures from this time highlighting the need for 

good support for HCP in order for them to work effectively.  

“…it highlights the importance of how we need to be robustly supported in order to 

continue to support other people... it’s a psychologically demanding job anyway, but 

good support and supervision from colleagues is really important to keep going with 

it and you get a lot of job satisfaction from feeling like you’re doing a good job and 

delivering a good service”. P5 
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 The shared experience of uncertainty and sense of “all in this together” P3, 

perhaps allowed more professionals to feel able to vocalise their experiences. A number of 

wellbeing interventions are discussed by participants including drop-in sessions, staff 

support groups, Acceptance and Commitment Therapy (ACT) based staff support, 

supervision, relaxation, self-reflexivity and peer support. Some support was being offered 

‘inhouse’ within teams, while some psychologists were taking on roles offering staff 

support more broadly. A number of participants who took on this role reported that uptake 

for staff support was poor, perhaps suggesting that staff are not yet in a place where they 

can use support. There is hope that the recognition of staff wellbeing continues in the 

future. 

Psychological impacts on healthcare staff following infectious disease outbreak are 

known  (Brooks et al., 2018). BPS guidance has recognised the impact on workforce 

wellbeing broadly, but also the toll on psychologists who have been providing wellbeing 

support within teams and organisations. Autonomy, belonging and contribution are essential 

for workforces to thrive and in order to nurture work cultures that are effective and provide 

good quality care, compassion to others, the self and as a leader is essential (West & 

Chowla, 2017; West et al., 2020). Compassionate leadership as well as peer support and 

self-care are recommended for workforce wellbeing going forward (The British 

Psychological Society, 2021). 

Discussion  

Findings suggest that although a time of immense loss, with likely long-lasting 

impacts globally, the pandemic has also been a time of learning and re-thinking in services, 

shining light on the importance of tackling inequality and discrimination by promoting 

inclusion for the needs and rights of PWLD, while also triggering developments in the 

ways people meaningfully connect therapeutically and as teams. It is clear that while being 
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cautious of potential disempowerment and disadvantage and the need for further research 

evidence in virtual therapies for PWLD, there needs to be more flexibility and choice 

offered in the ways services are offered in the future. The impacts on professional identity 

and wellbeing have been evident and despite staff support interventions evidently gaining 

more attention, it is crucial that these are being offered in evidence-based and timely ways. 

Recommendations and practical implications are summarised in table 2.   

Table 2. 

Recommendations and Practical Implications  

  

For People 

with 

Learning 

Disabilities 

(PWLD) 

- Recognition of the disproportionate impact of the pandemic in the lives 

of PWLD and their systems and how this may impact them in the future 

e.g. loss, discrimination, psychological and physical wellbeing. 

- Using learning from the pandemic to inform future care packages.  

- Offering choice and flexibility regarding appointment modality.  

- Supporting PWLD in using technology safely and as independently as 

possible. 

Therapeutic 

Interventions  

- Checking confidentiality and privacy and considering issues of power 

when working remotely with service-users.  

- Avoiding making assumptions as to who can access technology. 

- Considering using a ‘pre-session’ to support service-users to become 

accustomed to technology. 

- Offering online groups where appropriate e.g., DBT groups, support 

groups. 

- Implementing alternative non-verbal strategies e.g., overcompensating 

for loss of visual cues, sending pre-session materials, using alternative 

media such as video and virtual white-boards. 

- Considering the use of online systemic team and family interventions. 

- Considering use of adapted virtual assessments to observe clients in 

their own environments.   
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- Future research to explore the efficacy of using remote psychological 

therapies with PWLD to ensure evidence-based interventions can be 

offered. 

Staff Teams  - Recognition of the potential impacts of the pandemic on staff e.g. loss, 

moral injury, burnout and the potential long-lasting impacts on staff 

wellbeing and ensuring the timely implementation of support. 

- Implementing evidence-based staff support and wellbeing initiatives. 

- Offering sufficient training in use of remote technologies.  

- Promoting autonomy, belonging, contribution and compassionate 

leadership within teams. 

Wider 

implications  

- Challenging societal narratives that continue discrimination for PWLD. 

- Striving for and promoting inclusive services e.g. avoiding the over-

digitisation and potential further disadvantage for PWLD accessing 

services. 

 

Limitations and Future Research 

Recruitment was self-selecting, therefore there may have been some bias in 

participants who felt a particular interest or held a particular view around the research area. 

The study advert was only posted on one social-media site, meaning limited accessibility to 

the study. It can also be hypothesised that advertising on social-media may have impacted 

the reach of the study advert, with there being a possibility that people using social-media 

may be more used to using technology and therefore hold certain opinions about the themes 

discussed in the study.  

There was also a lack of diversity within the sample, this reflecting an issue with the 

profession as a whole, meaning reduction in generalisability, with the majority of 

participants being white and female. As an exploratory study the research questions were 

broad and participants were recruited from community, inpatient and adult and children’s 

services, while this offered a broad range of experiences and there was largely overlap in 

themes, it meant that some service settings held less weight and experiences were largely 
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brought from community settings. Future research should explore the experiences of 

delivering psychological services specifically in children’s LD services and inpatient 

services.  

It is clear that the efficacy of delivering psychological interventions for PWLD 

remotely has been questioned, and the emerging literature is limited and often from small 

samples. Future research should aim to explore and develop this further. Findings have also 

highlighted preference for remote appointments for some, potentially, particularly service-

users with autism. Future research should explore this preference and what it may mean for 

offering inclusive, flexible, person-centred services. Finally, the implications of the 

pandemic on workforce wellbeing are evident, further exploration is needed to consider 

when and how staff interventions are offered in order for them to be timely and supportive 

for staff.  

Conclusions  

This exploratory study highlights that although a time of great challenge, with 

Covid-19 restrictions greatly impacting the wellbeing of PWLD and the ways their 

psychological support could be offered, there has also been a real shift in the ways future 

services are hoped to be offered, with emphasis on choice, connection and inclusion. 

PWLD are still being discriminated against and services need to consider carefully the 

potential disadvantage that the over-digitisation of services could mean for some. Future 

research is needed in the development of effective and appropriate remote therapies for 

PWLD. Workforce wellbeing needs to be prioritised within teams and services in order for 

professionals to offer effective and sustainable interventions.  It is hoped that the findings 

from this study can add to the literature, be used as practical recommendations and spur 

future research in the field.     

 



RESEARCH PORTFOLIO  98 

References 

Alexandra, P., Angela, H., & Ali, A. (2018). Loneliness in people with intellectual and 

developmental disorders across the lifespan: A systematic review of prevalence and 

interventions. In Journal of Applied Research in Intellectual Disabilities (Vol. 31, 

Issue 5, pp. 643–658). Blackwell Publishing Ltd. https://doi.org/10.1111/jar.12432 

Békés, V., & Doorn, K. A. van. (2020). Psychotherapists’ attitudes toward online therapy 

during the COVID-19 Pandemic. Journal of Psychotherapy Integration, 30(2), 238–

247. https://doi.org/10.1037/int0000214 

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative 

Research in Psychology, 3(2), 77–101. https://doi.org/10.1191/1478088706qp063oa 

Braun, V., & Clarke, V. (2013). Successful Qualitative Research: A Practical Guide for 

Beginners. 

https://books.google.co.uk/books?hl=en&lr=&id=nYMQAgAAQBAJ&oi=fnd&pg=P

P2&ots=SqICCfG-

ar&sig=e3TiNGLHj3cwwIalfYPPTfaPCtI&redir_esc=y#v=onepage&q&f=false 

Braun, V., & Clarke, V. (2019). To saturate or not to saturate? Questioning data saturation 

as a useful concept for thematic analysis and sample-size rationales. In Qualitative 

Research in Sport, Exercise and Health (Vol. 13, Issue 2, pp. 201–216). Routledge. 

https://doi.org/10.1080/2159676X.2019.1704846 

British Psychological Society, & Division of Clinical Psychology. (2020). Covid-19 : 

Meeting the psychological needs of people with learning/intellectual disabilities, and 

their families and staff (pp. 1–7). 

Brooks, B., Rose, F., Attree, E., & Elliot-Square, A. (2002). An evaluation of the efficacy of 

training people with learning disabilities in a virtual environment. Disability and 

Rehabilitation, 24(11–12), 622–626. https://doi.org/10.1080/09638280110111397 



RESEARCH PORTFOLIO  99 

Brooks, S., Dunn, R., Amlôt, R., Rubin, G., & Greenberg, N. (2018). A Systematic, 

Thematic Review of Social and Occupational Factors Associated with Psychological 

Outcomes in Healthcare Employees during an Infectious Disease Outbreak. Journal of 

Occupational and Environmental Medicine, 60(3), 248–257. 

https://doi.org/10.1097/JOM.0000000000001235 

Brooks, S. K., Webster, R. K., Smith, L. E., Woodland, L., Wessely, S., Greenberg, N., & 

Rubin, G. J. (2020). The psychological impact of quarantine and how to reduce it: 

rapid review of the evidence. In The Lancet (Vol. 395, Issue 10227, pp. 912–920). 

Lancet Publishing Group. https://doi.org/10.1016/S0140-6736(20)30460-8 

Carbon, C. C. (2020). Wearing Face Masks Strongly Confuses Counterparts in Reading 

Emotions. Frontiers in Psychology, 11, 566886. 

https://doi.org/10.3389/fpsyg.2020.566886 

Care Quality Commisson. (2020). CQC publishes data on deaths of people with a learning 

disability | Care Quality Commission. https://www.cqc.org.uk/news/stories/cqc-

publishes-data-deaths-people-learning-disability 

Clark, D., & Wells, A. (1995). A cognitive model of social phobia. Social Phobia: 

Diagnosis, Assessment, and Treatment. 

Courtenay, K., & Perera, B. (2020). COVID-19 and people with intellectual disability: 

Impacts of a pandemic. In Irish Journal of Psychological Medicine (Vol. 37, Issue 3, 

pp. 231–236). Cambridge University Press. https://doi.org/10.1017/ipm.2020.45 

Daly, M., Sutin, A., & Robinson, E. (2020). Longitudinal changes in mental health and the 

COVID-19 pandemic: Evidence from the UK Household Longitudinal Study. 

Psychological Medicine, 1–10. https://doi.org/10.1017/S0033291720004432 

Department of Health. (2001). Valuing People. In Housing, Care and Support (Vol. 4, Issue 

3, pp. 16–18). https://doi.org/10.1108/14608790200100022 



RESEARCH PORTFOLIO  100 

Department of Health. (2009). Valuing People Now: Summary Report Including findings 

from Learning Disability Partnership Board Self. 

Disability Rights UK. (2020). Pandemic highlights health inequalities for Learning 

Disabled People. https://www.disabilityrightsuk.org/news/2020/december/pandemic-

highlights-health-inequalities-learning-disabled-people 

Embregts, P. J. C. M., van den Bogaard, K. J. H. M., Frielink, N., Voermans, M. A. C., 

Thalen, M., & Jahoda, A. (2020). A thematic analysis into the experiences of people 

with a mild intellectual disability during the COVID-19 lockdown period. 

International Journal of Developmental Disabilities, 1–5. 

https://doi.org/10.1080/20473869.2020.1827214 

Emerson, E., & Baines, S. (2010). Health Inequalities and People with Learning 

Disabilities in the UK. 

https://strathprints.strath.ac.uk/34862/1/vid_7479_IHaL2010_3HealthInequality2010.

pdf 

Greenberg, N., Docherty, M., Gnanapragasam, S., & Wessely, S. (2020). Managing mental 

health challenges faced by healthcare workers during covid-19 pandemic. In The BMJ 

(Vol. 368). BMJ Publishing Group. https://doi.org/10.1136/bmj.m1211 

Hacker, J., vom Brocke, J., Handali, J., Otto, M., & Schneider, J. (2020). Virtually in this 

together–how web-conferencing systems enabled a new virtual togetherness during the 

COVID-19 crisis. European Journal of Information Systems, 29(5), 563–584. 

https://doi.org/10.1080/0960085X.2020.1814680 

Hou, T., Zhang, R., Song, X., Zhang, F., Cai, W., Liu, Y., Dong, W., & Deng, G. (2020). 

Self-efficacy and fatigue among non-frontline health care workers during COVID-19 

outbreak: A moderated mediation model of posttraumatic stress disorder symptoms 

and negative coping. PLOS ONE, 15(12), e0243884. 



RESEARCH PORTFOLIO  101 

https://doi.org/10.1371/journal.pone.0243884 

Hughes-McCormack, L. A., Rydzewska, E., Henderson, A., MacIntyre, C., Rintoul, J., & 

Cooper, S.-A. (2017). Prevalence of mental health conditions and relationship with 

general health in a whole-country population of people with intellectual disabilities 

compared with the general population. BJPsych Open, 3(5), 243–248. 

https://doi.org/10.1192/bjpo.bp.117.005462 

Hughes, N., & Anderson, G. (2020). The experience of the COVID-19 pandemic in a UK 

learning disability service: lost in a sea of ever changing variables–a perspective. 

International Journal of Developmental Disabilities. 

https://doi.org/10.1080/20473869.2020.1773711 

Inclusion Europe. (2020). Neglect and discrimination. Multiplied - How Covid-19 affected 

the rights of people with intellectual disabilities and their families. 

https://www.inclusion-europe.eu/covid-report-2020/ 

Institute for Government. (2021). Timeline of UK coronavirus lockdowns, March 2020-

March 2021. https://www.instituteforgovernment.org.uk/sites/default/files/timeline-

lockdown-web.pdf 

Jalili, M., Niroomand, M., Hadavand, F., Zeinali, K., & Fotouhi, A. (2021). Burnout among 

healthcare professionals during COVID-19 pandemic: a cross-sectional study. 

International Archives of Occupational and Environmental Health, 1–8. 

https://doi.org/10.1007/s00420-021-01695-x 

Jeste, S., Hyde, C., Distefano, C., Halladay, A., Ray, S., Porath, M., Wilson, R. B., & 

Thurm, A. (2020). Changes in access to educational and healthcare services for 

individuals with intellectual and developmental disabilities during COVID-19 

restrictions. Journal of Intellectual Disability Research, 64(11), 825–833. 

https://doi.org/10.1111/jir.12776 



RESEARCH PORTFOLIO  102 

Joshi, G., & Sharma, G. (2020). Burnout: A risk factor amongst mental health professionals 

during COVID-19. In Asian Journal of Psychiatry (Vol. 54, p. 102300). Elsevier B.V. 

https://doi.org/10.1016/j.ajp.2020.102300 

Kinnear, D., Morrison, J., Allan, L., Henderson, A., Smiley, E., & Cooper, S. A. (2018). 

Prevalence of physical conditions and multimorbidity in a cohort of adults with 

intellectual disabilities with and without Down syndrome: Cross-sectional study. BMJ 

Open, 8(2), 18292. https://doi.org/10.1136/bmjopen-2017-018292 

Kotera, Y., & Vione, K. C. (2020). Psychological impacts of the new ways of working 

(NWW): A systematic review. In International Journal of Environmental Research 

and Public Health (Vol. 17, Issue 14, pp. 1–13). MDPI AG. 

https://doi.org/10.3390/ijerph17145080 

Kwong, A. S. F., Pearson, R. M., Adams, M. J., Northstone, K., Tilling, K., Smith, D., 

Fawns-Ritchie, C., Bould, H., Warne, N., Zammit, S., Gunnell, D. J., Moran, P. A., 

Micali, N., Reichenberg, A., Hickman, M., Rai, D., Haworth, S., Campbell, A., 

Altschul, D., … Timpson, N. J. (2020). Mental health before and during the COVID-

19 pandemic in two longitudinal UK population cohorts. The British Journal of 

Psychiatry, 1–10. https://doi.org/10.1192/bjp.2020.242 

Lake, J. K., Jachyra, P., Volpe, T., Lunsky, Y., Magnacca, C., Marcinkiewicz, A., & 

Hamdani, Y. (2021). The Wellbeing and Mental Health Care Experiences of Adults 

with Intellectual and Developmental Disabilities during COVID-19. Journal of Mental 

Health Research in Intellectual Disabilities, 1–16. 

https://doi.org/10.1080/19315864.2021.1892890 

Litam, S. D. A., & Balkin, R. S. (2020). Moral injury in health-care workers during 

COVID-19 pandemic. Traumatology. https://doi.org/10.1037/trm0000290 

Maguire, M., & Delahunt, B. (2017). Doing a thematic analysis: A practical, step-by-step 



RESEARCH PORTFOLIO  103 

guide for learning and teaching scholars. All Ireland Journal of Higher Education, 

9(3). https://ojs.aishe.org/index.php/aishe-j/article/view/335 

McBeath, A. G., du Plock, S., & Bager-Charleson, S. (2020). The challenges and 

experiences of psychotherapists working remotely during the coronavirus* pandemic. 

Counselling and Psychotherapy Research, 20(3), 394–405. 

https://doi.org/10.1002/capr.12326 

McCormack, H. M., MacIntyre, T. E., O’Shea, D., Herring, M. P., & Campbell, M. J. 

(2018). The prevalence and cause(s) of burnout among applied psychologists: A 

systematic review. In Frontiers in Psychology (Vol. 9, Issue OCT, p. 1897). Frontiers 

Media S.A. https://doi.org/10.3389/fpsyg.2018.01897 

Mencap. (2020). Mencap responds to ONS statistics on the social impact of COVID-19 for 

people with a disability. https://www.mencap.org.uk/press-release/mencap-responds-

ons-statistics-social-impact-covid-19-people-disability 

Muller, A. E., Hafstad, E. V., Himmels, J. P. W., Smedslund, G., Flottorp, S., Stensland, S. 

Ø., Stroobants, S., Van de Velde, S., & Vist, G. E. (2020). The mental health impact of 

the covid-19 pandemic on healthcare workers, and interventions to help them: A rapid 

systematic review. In Psychiatry Research (Vol. 293, p. 113441). Elsevier Ireland Ltd. 

https://doi.org/10.1016/j.psychres.2020.113441 

National Institute for Health and Care Excellence. (2015). Challenging behaviour and 

learning disabilities: prevention and interventions for people with learning disabilities 

whose behaviour challenges. www.nice.org.uk/guidance/ng11 

National Institute for Health and Care Excellence. (2016). Mental health problems in 

people with learning disabilities: prevention, assessment and management | Guidance 

and guidelines | NICE. NICE Guidance [NG54], September 2016. 

https://www.nice.org.uk/Guidance/NG54 



RESEARCH PORTFOLIO  104 

Pappa, S., Ntella, V., Giannakas, T., Giannakoulis, V. G., Papoutsi, E., & Katsaounou, P. 

(2020). Prevalence of depression, anxiety, and insomnia among healthcare workers 

during the COVID-19 pandemic: A systematic review and meta-analysis. In Brain, 

Behavior, and Immunity (Vol. 88, pp. 901–907). Academic Press Inc. 

https://doi.org/10.1016/j.bbi.2020.05.026 

Park, Y. A., Fritz, C., & Jex, S. M. (2011). Relationships Between Work-Home 

Segmentation and Psychological Detachment From Work: The Role of 

Communication Technology Use at Home. Journal of Occupational Health 

Psychology, 16(4), 457–467. https://doi.org/10.1037/a0023594 

Power, N., Dolby, R., & Thorne, D. (2021). ‘Reflecting or frozen?’ The impact of Covid-19 

on art therapists working with people with a learning disability. International Journal 

of Art Therapy: Inscape. https://doi.org/10.1080/17454832.2020.1871388 

Reuben, D. B. (2020). Sideline Guilt. In JAMA Internal Medicine (Vol. 180, Issue 9, pp. 

1150–1151). American Medical Association. 

https://doi.org/10.1001/jamainternmed.2020.2746 

Rohleder, P., & Lyons, A. (2015). Qualitative Research in Clinical and Health Psychology. 

In P. Macmillian (Ed.), Qualitative Research in Clinical and Health Psychology. 

https://doi.org/10.1007/978-1-137-29105-9 

Rose, J., Willner, P., Cooper, V., Langdon, P. E., Murphy, G. H., & Stenfert Kroese, B. 

(2020). The effect on and experience of families with a member who has Intellectual 

and Developmental Disabilities of the COVID-19 pandemic in the UK: developing an 

investigation. International Journal of Developmental Disabilities, 1–3. 

https://doi.org/10.1080/20473869.2020.1764257 

Scheffers, F., Moonen, X., & van Vugt, E. (2021). Assessing the quality of support and 

discovering sources of resilience during COVID-19 measures in people with 



RESEARCH PORTFOLIO  105 

intellectual disabilities by professional carers. Research in Developmental Disabilities, 

111, 103889. https://doi.org/10.1016/j.ridd.2021.103889 

Shah, S., Diwan, S., Kohan, L., Rosenblum, D., Gharibo, C., Soin, A., Sulindro, A., 

Nguyen, Q., & Provenzano, D. (2020). The technological impact of COVID-19 on the 

future of education and health care delivery. Pain Physician, 23(4 Special Issue), 

S367–S380. https://doi.org/10.36076/ppj.2020/23/s367 

Shakespeare, T., Ndagire, F., & Seketi, Q. E. (2021). Triple jeopardy: disabled people and 

the COVID-19 pandemic. In The Lancet (Vol. 397, Issue 10282, pp. 1331–1333). 

Elsevier B.V. https://doi.org/10.1016/S0140-6736(21)00625-5 

Shale, S. (2020). Moral injury and the COVID-19 pandemic: Reframing what it is, who it 

affects and how care leaders can manage it. In BMJ Leader (Vol. 4, Issue 4, pp. 224–

227). BMJ Publishing Group. https://doi.org/10.1136/leader-2020-000295 

Shanafelt, T., Ripp, J., & Trockel, M. (2020). Understanding and Addressing Sources of 

Anxiety among Health Care Professionals during the COVID-19 Pandemic. JAMA - 

Journal of the American Medical Association, 323(21), 2133–2134. 

https://doi.org/10.1001/jama.2020.5893 

Sheehan, R., & Hassiotis, A. (2017). Digital mental health and intellectual disabilities: State 

of the evidence and future directions. In Evidence-Based Mental Health (Vol. 20, Issue 

4, pp. 107–111). https://doi.org/10.1136/eb-2017-102759 

Simpson, S., Richardson, L., Pietrabissa, G., Castelnuovo, G., & Reid, C. (2021). 

Videotherapy and therapeutic alliance in the age of COVID-19. Clinical Psychology 

and Psychotherapy, 28(2), 409–421. https://doi.org/10.1002/cpp.2521 

Social Care Institute for Excellence. (2020). COVID-19 guide for care staff supporting 

adults with learning disabilities or autistic adults. https://www.scie.org.uk/care-

providers/coronavirus-covid-19/learning-disabilities-autism/care-staff 



RESEARCH PORTFOLIO  106 

Spain, D., Mason, D., J Capp, S., Stoppelbein, L., W White, S., & Happé, F. (2021). “This 

may be a really good opportunity to make the world a more autism friendly place”: 

Professionals’ perspectives on the effects of COVID-19 on autistic individuals. 

Research in Autism Spectrum Disorders, 83, 101747. 

https://doi.org/10.1016/j.rasd.2021.101747 

Stuijfzand, S., Deforges, C., Sandoz, V., Jaques, C., Elmers, J., & Horsch, A. (2020). 

Psychological Impact of an Epidemic/Pandemic on the Mental Health of Healthcare 

Professionals: A Rapid Review. https://doi.org/10.21203/rs.3.rs-30156/v1 

The British Psychological Society. (2021). Guidance for psychological professionals 

working in NHS commissioned services in England during the Covid-19 pandemic. 

March, 1–4. 

Theis, N., Campbell, N., De Leeuw, J., Owen, M., & Schenke, K. C. (2021). The effects of 

COVID-19 restrictions on physical activity and mental health of children and young 

adults with physical and/or intellectual disabilities. Disability and Health Journal, 

101064. https://doi.org/10.1016/j.dhjo.2021.101064 

Vereenooghe, L., Gega, L., & Langdon, P. E. (2017). Intellectual disability and computers 

in therapy: Views of service users and clinical psychologists. Cyberpsychology: 

Journal of Psychosocial Research on Cyberspace, 11(1), 11. 

https://doi.org/10.5817/CP2017-1-11 

Walsh, F. (2020). Loss and Resilience in the Time of COVID-19: Meaning Making, Hope, 

and Transcendence. Family Process, 59(3), 898–911. 

https://doi.org/10.1111/famp.12588 

West, M, & Chowla, R. (2017). Compassionate leadership for compassionate health care. In 

P. Gilbert (Ed.), Compassion: Concepts, Research and Applications (pp. 237–257). 

Routledge. https://doi.org/10.4324/9781315564296 



RESEARCH PORTFOLIO  107 

West, Michael, Bailey, S., & Williams, E. (2020). The courage of compassion Supporting 

nurses and midwives to deliver high-quality care. In KingsFund.org.uk (Issue 

September). https://www.kingsfund.org.uk/publications/courage-compassion-

supporting-nurses-midwives 

Wiederhold, B. K. (2020). Connecting through Technology during the Coronavirus Disease 

2019 Pandemic: Avoiding “zoom Fatigue.” In Cyberpsychology, Behavior, and Social 

Networking (Vol. 23, Issue 7, pp. 437–438). 

https://doi.org/10.1089/cyber.2020.29188.bkw 

Willner, P., Rose, J., Stenfert Kroese, B., Murphy, G. H., Langdon, P. E., Clifford, C., 

Hutchings, H., Watkins, A., Hiles, S., & Cooper, V. (2020). Effect of the COVID‐19 

pandemic on the mental health of carers of people with intellectual disabilities. 

Journal of Applied Research in Intellectual Disabilities, 33(6), 1523–1533. 

https://doi.org/10.1111/jar.12811 

World Health Organisation. (2020). Coronavirus. https://www.who.int/health-

topics/coronavirus#tab=tab_1 

World Health Organisation. (2021). Coronavirus (COVID-19) Dashboard. WHO. 

https://covid19.who.int/ 

Zaagsma, M., Volkers, K. M., Swart, E. A. K., Schippers, A. P., & Van Hove, G. (2020). 

The use of online support by people with intellectual disabilities living independently 

during COVID‐19. Journal of Intellectual Disability Research, 64(10), jir.12770. 

https://doi.org/10.1111/jir.12770 

 

 

 

 



RESEARCH PORTFOLIO  108 

Executive Summary 

Literature Review 

Primary care health checks, screenings and GP consultations are often the gateway 

for people with learning disabilities (PWLD) to access their physical and mental healthcare. 

Evidence suggests that people with learning disabilities (PWLD) experience more physical 

and mental health difficulties than people in the general population, but there is also 

evidence that PWLD can have difficulties accessing health care. In order to explore this 

issue further the existing literature investigating PWLD’s experiences of accessing primary 

care health checks, screenings and GP consultations was reviewed.  

Twenty papers were found that met inclusion criteria, these were analysed and 

synthesised in order to capture overall themes and concepts. The quality of papers was also 

assessed. The results indicated that PWLD want to be more included in their primary 

healthcare, particularly through empowerment, appropriate communication, connecting 

relationally and services improving access and providing reasonable adaptations. There was 

also evidence that some PWLD feel disempowered and treated unfairly, and while this 

appears to be improving over time, there is still more that needs to be done to support the 

healthcare needs of PWLD. Results also suggested that in future practice preventative 

healthcare, consideration of diverse needs and promoting the active inclusion of PWLD in 

their own health care is essential. 

Practical steps can be taken at an individual, relational, organisation and societal 

level. At an individual level, supporting PWLD to prepare for health appointments can 

promote self-efficacy and self-determination. At a relational level, avoiding ‘jargon’ 

language and showing friendliness and warmth can promote inclusion. At an organisational 

or service level practical steps can be taken, for example reasonable adjustments such as 

extended appointments and providing accessible health literature. At a societal level, 
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practical steps can be taken to challenge bias narratives and shift focus toward preventative 

and culturally competent healthcare.  

A limitation of the research reviewed in this synthesis was that most studies drew on 

experiences from people with mild to moderate LD, meaning the experiences of those with 

more severe learning disabilities were not captured. Future research should consider using 

creative ways to capture the experiences of this group, such as, eliciting emotional and 

behavioural responses following primary care appointments.  

It is hoped that the findings from this review can help inform the implementation of 

strategies to support PWLD across mental and physical health services more broadly, as 

well as offer recommendations for primary care health settings.  

Service Related Project  

 Evidence suggests that family involvement and family interventions can be helpful 

in supporting people experiencing psychosis. There is also evidence that the experience of 

being a carer can impact carers own wellbeing. Family intervention and support is often 

offered within groups that are recommended to offer education, support, or treatment. 

However, evidence suggests that these groups can vary vastly in terms of focus and 

duration. Within the Gloucester Recovery and Psychosis team (GRIP) a 7-session family 

and friends’ groups has been running for over 10 years. It was requested by the service that 

the group be evaluated to explore the groups strengths and limitations. The aim was to use 

findings to improve future groups and assess the feasibility of the group within the service. 

Mixed methods were used, including measures of participant wellbeing, feelings of 

carer burden, group inclusion and their understanding of psychosis. Written feedback was 

also collected exploring the strengths and limitations of the group. All attendees of the 

group were invited to take part. Of the 20 attendees, 11 completed measures before and 

after the group and 14 completed written feedback.  
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Results found that mental wellbeing, understanding of psychosis and feelings of 

group inclusion improved after attending the group and rates of carer burden reduced. 

Written feedback was synthesised and used to inform the team of ways to improve the 

group. Suggestions such as having ‘check ins’ at the start of the group, time to 

‘troubleshoot’ difficulties and more flexibility in the group were some of the suggestions 

for the future. Participants stated that the appreciated feeling they had a ‘shared experience’ 

with others and valued being able to gain a better understanding of psychosis. Findings 

were fed back to the GRIP team and discussion was had around how the service could 

adapt the groups for their continued delivery in future.  

Main Research Project  

During the Covid-19 pandemic people with learning disabilities (PWLD) have been 

disproportionately impacted, with higher death rates and reports of significant impact on 

mental wellbeing. PWLD are more likely than those in the non-LD population to 

experience mental and physical health conditions due to risk factors such as social 

disadvantage, poverty, reduced literacy, poor diet, and biological and genetic factors. The 

pandemic has exacerbated this health inequality further.  

Changes to services that support PWLD have been vast, with most services being 

instructed to stop non-critical face-to-face contacts, meaning most support services had to 

be moved to remote modalities such as telephone and video. All face-to-face appointments 

required professionals to wear personal protective equipment (PPE), such as a mask, apron 

and gloves. For a proportion of PWLD accessing and using remote services has been 

challenging. Evidence suggested that barriers such as cognitive, physical or sensory 

impairments as well as lack of support, training, financial issues as well as systemic barriers 

such as discouragement from family can inhibit the use of technology, despite many PWLD 

being willing and able to engage with technology. There is limited evidence into the 
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efficacy of using remote psychological interventions with PWLD and for a population who 

may rely on non-verbal communication and often benefit from physical presence, clear 

communication, drawing and facial expressions, there has been concern regarding the 

accessibility and appropriateness of remote psychological interventions for this population. 

As well as the impact of the pandemic on PWLD and services, there is growing evidence 

highlighting the impact of the pandemic on health professionals, with issues such as 

increased anxiety, stress and burnout thought to be high.  

The current study aimed to explore the experiences of psychologists working in UK 

learning disability services throughout the pandemic, to explore service delivery, impact on 

the psychological wellbeing of PWLD, and the implications from this going forward. 

Twelve psychologists were interviewed, and thematic analysis was used to explore patterns 

and themes within the data.  

 Findings suggested that despite the pandemic causing great loss, in terms or services 

and connection for PWLD, with likely long-lasting impact on wellbeing globally, the 

pandemic has also triggered a time of reflection and learning within services. Light has 

been shone on the inequality and discrimination still present in the lives of PWLD, with 

services recognising that more needing to be done in the future to protect and include the 

rights and needs of PWLD. The resilience of PWLD has been highlighted, with some 

PWLD re-evaluating how they want to spend their time and many learning new skills and 

new ways to connect. While there were many barriers present around the use of remote 

technologies to deliver psychological services for PWLD, such as technology issues, loss of 

clear communication, loss of engagement and barriers to adapting therapeutic tools 

effectively, for a proportion of people remote appointments were preferred, allowing for 

more choice and flexibility in how interventions can be offered. Developments and 

adaptations were discussed, including using alternative media and virtual white boards, as 
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well as the development of online groups, assessments, and interventions. While the 

pandemic may have triggered more flexibility in the way psychological services can be 

offered in the future, there needs to be careful consideration around the potential over-

digitisation of services which could cause further disadvantage and exclusion for PWLD. 

Findings also highlighted the impact of the pandemic on professional wellbeing and 

identity, with many participants described the challenges of managing the uncertainties and 

distress of the pandemic, while also having significant changes to their roles and ways of 

working.  

Practical implications can be taken moving forward. Learning from the pandemic 

can be used to inform PWLD’s future care packages. Assumptions as to who can access 

technology should be avoided and PWLD should be supported in using technology to 

connect safety and independently as possible. The disproportional impact of the pandemic 

on the lives of PWLD must be recognised and considerations made as to how this may 

impact people’s wellbeing in the future. In terms of therapeutic interventions, issues of 

power and confidentiality need to be carefully considered when meeting remotely. 

Clinicians should consider using alternative non-verbal communication strategies and 

consider the use of online groups and assessments where appropriate. Pre-therapy sessions 

to support PWLD to get used to the technology may be beneficial. However, there must be 

recognition that remote modalities are not appropriate or suitable for all and choice and 

flexibility is key. Future research should focus on exploring the efficacy of delivering 

psychological services remotely for PWLD, in order for evidence-based, inclusive services 

to be offered. Staff teams must also recognise the potential impacts of the pandemic on the 

wellbeing of the workforce and timely staff support interventions that promote compassion, 

autonomy and belonging are recommended. 
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There are limitations to the study. Participants were self-selecting which could cause 

issues of bias. Additionally, as an exploratory study the participants were recruited from a 

wide range of LD services, while this offered a range of experiences, the highest proportion 

of experiences was drawn from community services, with limited representation of child 

and inpatient services. Future research should aim to explore the experiences within these 

services specifically.  

It is hoped that the findings from this study can add to the literature, be used as 

practical recommendations and spur future research in the field.     
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Appendix 2: LR Example Comparison of Summary Codes Across Papers  
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Appendix 3: LR Example Mind Map at stage of Synthesising and Theme Development  
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Appendix 4: SLR Example of Initial Theme Development and Reflections   
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Appendix 5: LR Easy Read Summary 

People with Learning Disabilities Experiences of Primary 

Care Health Checks, Screenings and GP Consultations:  

Easy Read Summary 

 

People with learning disabilities 

have more health problems than other 

people.  
 

 

Sometimes people with learning 

disabilities don’t get treated fairly. This 

can mean the healthcare that they 

receive is not as good as it should be. 

 

 

We wanted to find out what it is 

like for people with learning 

disabilities to see their GPs and have 

their annual health checks and health 

screenings.  

 
 

 

 

 

 

 

We looked for all the research 

that had been written about this topic.  

 

We looked at all of this research 

together and looked for the things that 

were talked about the most. 

 

We call these ‘themes’. Themes 

are the most important things that 

people said.  

 

We want health care workers to 

read about what we found and use this 

http://www.ohmyachesandpains.info/2012/11/creating-better-doctors-offices-for.html
https://creativecommons.org/licenses/by-nc-nd/3.0/
https://creativecommons.org/licenses/by-nc-nd/3.0/
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to make improvements to how they 

work and support people with LD. 

 

 
 What we found 

 

 

 

 

People with learning disabilities 

want to be included and involved in 

their healthcare. 

 

 

 

They want the chance to ask 

questions and make their own choices. 

 

This helps people to feel in 

control of their lives and their health. 

 

 

People sometimes worried about 

their health and needed more support 

and information. 

 

They might also need extra 

support with having treatment like 

injections or scans. 

 
 

 

 

It was important to people that 

doctors and nurses explain things in a 

way that is easy to understand and 

don’t use complicated words. 

 

It was also important that doctors 

and nurses were friendly and nice, to 

help people feel comfortable. 

 

 

Buildings and systems need to be 

accessible. 

 

http://commons.wikimedia.org/wiki/File:Steps.svg
http://commons.wikimedia.org/wiki/File:Steps.svg
http://commons.wikimedia.org/wiki/File:Steps.svg
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This might include easy read 

information about how to book an 

appointment, what is going to happen, 

or how to get there.  

 
 

 

There needs to be more services 

and support for people with learning 

disabilities to stop them from getting 

health problems. 

 

There also needs to be more 

screening and information so that 

when people are ill they can be treated 

quickly.  

 
 

 

 

 

 

 

People with learning disabilities 

felt like they were being treated 

differently to other people. 

 

People seem to be more involved 

in their healthcare now than in the past, 

but more still needs to be done.   

 

 

The most important message 

was ‘include me’. 

 

People with learning 

disabilities wanted to be given 

choice, control and support in 

managing their health. 
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Appendix 6: SRP Feedback Questions  

• What did you find the most valuable parts of the group and why? 

• The group aims to provide people with information, support and an opportunity for 

social networking. How well do you think the group met these aims and why? 

o Which of these elements (information, support or social networking) was 

most important to you? 

• If you were to make any changes to the group, what would you like to see added or 

taken out? 

• Are there any other changes you think need to be made to the group or how it is 

run? 

• The duration of the group is currently 7 sessions, how did you find this number of 

sessions 

o What was your reason for this answer? 

• Would you have preferred fewer or more sessions, please give an explanation for 

your answer? 

• How many sessions were you able to attend? 

• If you did miss some sessions, what got in the way of being able to attend? 

• Having attended the group how would you rate your understanding of psychosis 

now, on a 0 - 10 scale? 

No understanding at all                    Very good 

understanding   

0           1              2             3             4             5            6              7              8            9            

10 

o If you rated your understanding of psychosis as improving, what do you 

think contributed to this? 

• Do you have any further feedback you would like to give?  
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Appendix 7: SRP Questionnaire Measures  

 

 

 

The Warwick-Edinburgh Mental Well-Being Scale 
(WEMWBS) 

 
Below are some statements about feelings and thoughts. 

Please tick the box that best describes your experience of each over the last 2 weeks. 

 

 

Warwick-Edinburgh Mental Well-Being Scale (WEMWBS) 
© NHS Health Scotland, University of Warwick and University of Edinburgh, 2006, all rights reserved 

 

STATEMENTS 
None 
of the 
time 

Rarely 
Some of 
the time 

Often 
All of 
the 

time 

I’ve been feeling optimistic about the future  1 2 3 4 5 

I’ve been feeling useful  1 2 3 4 5 

I’ve been feeling relaxed  1 2 3 4 5 

I’ve been feeling interested in other people  1 2 3 4 5 

I’ve had energy to spare  1 2 3 4 5 

I’ve been dealing with problems well  1 2 3 4 5 

I’ve been thinking clearly  1 2 3 4 5 

I’ve been feeling good about myself  1 2 3 4 5 

I’ve been feeling close to other people  1 2 3 4 5 

I’ve been feeling confident  1 2 3 4 5 

I’ve been able to make up my own mind about 
things  

1 2 3 4 5 

I’ve been feeling loved  1 2 3 4 5 

I’ve been interested in new things  1 2 3 4 5 

I’ve been feeling cheerful  1 2 3 4 5 

COLUMN TOTAL (clinician to complete)      

OVERALL TOTAL (clinician to complete) /70 
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Social Identity Measure 
The following questions refer to how connected you feel to others who have similar 
experiences to you. Please answer each question by writing a number in the box 
next to it using the scale below. 
 
Example: if you strongly agree with a statement you would write 7 in the box.  
 

1 2 3 4 5 6 7 

Strongly 
disagree 

Disagree Somewhat 
disagree 

Neutral Somewhat 
agree 

Agree Strongly 
agree 

 

1.  I feel a bond with people who support someone experiencing 
psychosis.  

 

2. I feel solidarity with people who support someone experiencing 
psychosis. 
 

 

3. I feel committed to people who support someone experiencing 
psychosis.  
 

 

4.  I am glad to be someone who supports someone experiencing 
psychosis. 
 

 

5.   I think that people who support someone experiencing psychosis. 
have a lot to be proud of. 
 

 

6.  It is pleasant to be someone who support someone experiencing 
psychosis.  

 

7.  Being someone who supports someone experiencing psychosis 
gives me a good feeling.  
 

 

8.  I often think about the fact that I am someone who supports 
someone experiencing psychosis. 

 

9.  The fact that I am someone who support someone experiencing 
psychosis is an important part of my identity. 

 

10.  Being someone who supports someone experiencing psychosis is an 
important part of how I see myself.  

 

11.  I have a lot in common with the average person who supports 
someone experiencing psychosis. 

 

12.  I am similar to the average person who supports someone 
experiencing psychosis.  

 

13.  People who support someone with psychosis have a lot in common 
with each other. 

 

14.  People who support someone with psychosis are very similar to 
each other. 
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Appendix 8: SRP Participant Information Sheet 

 

                                      

Information Sheet 

Who am I? 

My name is Nicola Gregson and I am a Clinical Psychologist in training in the NHS and at the University of Bath. I am conducting 
this study for the GRIP (Gloucester Recovery in Psychosis) Team, in order to provide feedback to the team in order for them to 
make improvements to the family and friends group that they run.  

What is this study about? 

I would like to ask people who attended the group some questions about how they found the group, what they found the most 
helpful, and if there is anything they would like to see changed in the group. I will also be asking people to fill out a few short 
questionnaires about their mood and experience at the beginning and end of the group to see if the group makes any difference 
to these feelings. The aim of the study is to understand how the GRIP team can make the family and friends group as helpful and 
accessible as they can for people.  

What would I need to do? 

You would need to complete 3 short questionnaires at the first and last session of the group. At the last session you would also 
be asked to complete some short written feedback about your experience of the group.  

Do I have to take part? 

Taking part in this research is entirely voluntary, and you are free to make your own choice about whether you want to 
participate. If you agree to take part you can choose not to answer any questions that you do not want to, and you are free to 
withdraw at any time until the data is anonymised on 30/8/2019.  

Will my taking part in this research be kept confidential? 

Any information that is collected about you during this research will be kept strictly confidential. No information that could 
identify you will be given out to anyone else. I will not use your real name or reveal that you took part in the feedback. The only 
exception to this is if you tell me that you are at serious risk to yourself or someone else, in which case I will have in inform an 
appropriate person. 

What will happen to the information I provide? 

Should you decide to take part your written feedback and questionnaires will be anonymised.  Any potentially identifying details, 
including your name, will be removed. These documents will not be linked to any contact details that you provide and will be 
stored separately so you cannot be identified. The information you provide will not impact the care you or your family/friends 
received from the GRIP team.  

Once the project is completed, the information you have given to me will be kept safely by the University of Bath. If you give 
your consent, it may be used by other genuine researchers, with the University of Baths’ approval, under the strict rules 
governing the confidentiality of your information. So again, your name, or any material that might identify you, will never be 
used or given to anyone. 

What will happen to the results of this research? 

What you tell me will inform our project about making improvements to the Family and Friends group within the GRIP team. The 
findings of the research may also be published in research journals or used in presentations. If you would like to be sent a 
summary of the findings, we can arrange for this. 

What do I do if I have any more questions? 

You can contact me, Nicola Gregson, to arrange a suitable time or to discuss any questions you might have: Email- 
ng69@bath.ac.uk 

If you have any concerns related to your participation in this study please direct them to the Chair of the Department of 
Psychology Research Ethics Committee, email: psychology-ethics@bath.a.uk. 
 

Our address is: Department of Psychology, University of Bath, Claverton Down, Bath, BA2 7AY 
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Appendix 9: SRP Consent Form  
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Appendix 10: SRP Ethical Approval 
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Appendix 11: SRP Lay Summary  

 

 

An Evaluation of the GRIP Family and Friends’ Group

The Findings: 
 
Scores of mental wellbeing increased, indicating that 
mental wellbeing improved for group participants.  

 
Scores of carer burden decreased, indicating that 
participants felt less experiences of carer burden following 
the group. 

 
*Interpreting box-plots: X = Mean, line within box = Median 

 
Scores of group inclusion improved, indicating that 
participants felt a greater sense of being part of a group of  
people that support someone with psychosis.  

 
Ratings of understanding of psychosis improved, indicating 
participants had a better understanding of psychosis having 
attended the group.  

 
 

What questions did we have?  

1. Are feelings of wellbeing, carer burden, 
group inclusion and understanding of 
psychosis impacted by attending the 
group? 

2. Is the group meeting its aims? (To provide 
support and information for carers and an 
opportunity for social networking?) 

3. What do people find the most valuable 
part of the group? 

4. Is 7 weeks a feasible number of sessions? 
5. What improvements can be made to 

future groups? 

 

What method did we use?  

All attendees of the family and friends’ group were invited to 

participate in the evaluation.  

Measures: Participants completed 4 standardised questionnaires at 

the first and final group session. Questionnaires measured mental 

wellbeing, carer burden, group-inclusion and understanding of 

psychosis (see appendix).  

Attendees also completed written feedback forms at the final session 

to gather information about their experience of the group.  

Participants: 11 people completed questionnaire measures, 14 

completed written feedback.  

Data was collated to answer the evaluation questions.  
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Findings continued… 

Is the group meeting its aims? Participants generally felt the group met its aims; gaining information was named as the 
most important of these aims.  

What did people most value? Participants most valued being around other people in similar situations to them.  

“Understanding that I am not alone, nor even a minority has been an eye opener and a comfort” P1 

Interestingly, although participants speak of appreciating being with others in similar situations to them, few participants 
talk of specifically using the group for social networking.  

Having an opportunity to gain a better understanding of psychosis was frequently named as an important benefit. 

“…attending these sessions has been invaluable in increasing my understanding of psychosis”. P11 

Participants complimented the group for being welcoming and a friendly environment. They valued having talks from a 

range of health professionals.  

“…supportive in a very friendly and welcoming environment” P13. 

Is the length of the group feasible? The majority of participants felt the length and number of sessions for the group suited 
them, however some felt the materials could have been covered in fewer sessions.  

What improvements could be made? Participants suggestions: 

• Time to ‘check in’ at the start of the group 

• Commitment to a confidentiality clause  

• Time to ‘troubleshoot’ specific needs  

• Shared problem solving as a group  

• Person experiencing psychosis to be able to attend 
some sessions  

• Email group to be set up for attendees  

• Presentations to be emailed out  

• A more flexible time structure 
 

• Opportunity to re-attend missed sessions  

• Shorter, more efficient sessions  

• An ‘idiots’ guide for family and friends  

• Summer perhaps not being the best time of year to 
commit to attend all sessions  

• More detailed information advertising the group 

• Housekeeping: Decaffeinated drinks, better ventilated 
rooms.  

 

 

 

 

 

 

 

 

 

  

 Recommendations:  

• The group is clearly highly valued by attendees and provides a 
range of benefits. The group should continue to be offered to family 
and friends as a service within GRIP.  
 

• Session number and/or session length could be adapted to 
improve efficiency of the group. Shorter more frequent groups may 
make it easier for people to commit to attend all sessions and make 
it easier to reattend missed sessions. Shorter sessions may also 
make groups more feasible and sustainable to deliver at a service 
level. 
 

• Time to ‘check in’ as a group and/or troubleshoot difficulties should 
be considered as an addition to the group schedule. This may 
promote opportunity for support and social networking. 

 

• To consider attendees agreeing to a confidentiality agreement.  
 

• Suitability of person experiencing psychosis to attend sessions to be 
considered on an individual case basis.   
 

• Practical consideration to be considered by the team regarding 
improvements to material and appropriate rooms and facilities.  

 

Appendix: 

Questionnaire measures:  

The Warwick-Edinburgh Mental Well-Being Scale 
(WEMWBS) (Tennant et al., 2007) 

Zarit Burden Interview (Short Version) (Bédard et 
al., 2001.). 

A Multicomponent Model of In-Group 
Identification (Leach et al., 2008) 

10 point Likert scale of ‘Understanding of 
Psychosis’.  

Contact Information:  

For further information regarding the 
methodology, materials or findings, please do not 
hesitate to contact me:  

n.c.gregson@bath.ac.uk  

Nicola Gregson (Trainee Clinical Psychologist) 

University of Bath  
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Appendix 12: MRP Study Advert  
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Appendix 13: MRP Participant Information Sheet 

Participant Information Sheet  

Who am I? 

My name is Nicola Gregson, I am a trainee Clinical Psychologist in the Department of Psychology at 

the University of Bath. I am conducting this study into the experiences of psychologists who have 

been delivering psychological services for people with learning disabilities during the Covid-19 

pandemic.  

What is this study about? 

I am hoping to talk to psychologists about their experience of delivering psychological services for 

people with learning disabilities during the Covid-19 pandemic. We hope that by exploring 

psychologist’s experiences we can gain insights into what has been learnt during this time and what 

has been challenging about this experience. We hope that this information will contribute to 

informing future clinical practice. 

What will I be asked to do? 

You will be asked to take part in an interview via video call. The interview should take no longer than 

1 hour. In the interview I will talk to you about your experiences of delivering psychological services 

for people with learning disabilities during the Covid-19 pandemic. I am interested in what the 

experience has been like for you, and what challenges, adaptions and learning may have come from 

this experience.  

After completing the interview, as a thank you for your time, you will be given a £10 Amazon gift 

voucher. 

Do I have to take part? 

Taking part in this research is entirely voluntary, you are free to make your own choice about 

whether you want to participate. If you do agree to take part, you can choose not to answer any 

questions that you do not want to. 

Can I change my mind? 

You can change your mind and withdraw from the interview process at any time, you do not have to 

give a reason for doing so. Once the interview has taken place, you may ask for your data to be 

withdrawn and destroyed up until a certain date. This date will be provided to you at your interview. 

The reason for this is because the audio recording of the interviews will be typed up into an 

anonymous written format and after this happens it will no longer be possible to identify your data. 

What will happen to the information I provide? 

If you wish to take part, the interview will be audio recorded. This recording will then be typed up 

and the files will be stored on an encrypted password-protected computer. Any identifying details, 

including your name, will be removed and the original recordings will be securely destroyed. Consent 

forms will be stored securely for 10 years after the study ends in line with the University data 

storage arrangements. 

Once the project is completed, the anonymised information you have given to me (transcript of the 

interview), will be kept safely by the University of Bath. We are encouraged to give open access to 

the information collected. If you give your consent, it may be used by other genuine researchers, 

with the University of Bath’s approval, under strict rules governing the confidentiality of your 
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information. Your name and any other information/ materials that might identify you will never be 

used or given to anyone. You may complete the study and not agree for your data to be used for 

open access. 

What will happen to the results of this research? 

What you tell me will inform our project on psychologist’s experiences of delivering psychological 

services for people with learning disabilities during the Covid-19 pandemic. I may use extracts taken 

from what you have told me, however these would not identify you to anyone. The findings of the 

research may also be published in research journals. If you would like to be sent a summary of the 

findings, we can arrange for this 

University of Bath privacy notice  

The University of Bath privacy notice can be found here: https://www.bath.ac.uk/corporate-

information/university-of-bath-privacy-notice-for-research-participants/. 

 

What do I do if I would like to take part of have any more questions?  

You can contact me, Nicola Gregson, to ask questions via email, or to arrange a suitable time to 

discuss any questions you might have. 

Email: ng559@bath.ac.uk 

You can also speak to the supervisor of the project, Dr Cathy Randle-Phillips 

Email: cmd46@bath.ac.uk 

Our Address is: Department of Psychology, University of Bath, Claverton Down, Bath, BA2 7AY 

Many thanks for taking the time to read this. I would be delighted if you would be willing to take 

part. 

 

PREC Code: UG 20-111 

If you have any concerns related to your participation in this study please direct them to the Chair of the Department of 

Psychology Research Ethics Committee, email: psychology-ethics@bath.ac.uk 
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Appendix 14: MRP Consent Form  

Consent Form (Qualtrics) 

The experiences of delivering psychological therapies to people with learning disabilities 

during the Covid-19 pandemic.    

Thank you for your interest in taking part in our study. Before you continue, please read the 

Participant Information Sheet by clicking on the link below.   

Participant Information Sheet     

 

If after reading this you have any questions for the research team, please contact Nicola 

Gregson ng559@bath.ac.uk.   

    

If you choose to proceed, you will be asked to sign a consent form. You will be able to download 

a PDF copy of your consent form for your records.    

 

Have you been given information explaining the study? 

o Yes  (1)  

o No  (2)  

 

Have you been given the opportunity to ask questions and discuss the study? 

o Yes  (1)  

o No  (2)  

 

Have you received satisfactory answers to all the questions you have asked? 

o Yes  (1)  

o No  (2)  

Have you received enough information about the study for you to make a decision about your 

participation? 

o Yes  (1)  

o No  (2)  

 

https://bathpsychology.eu.qualtrics.com/CP/File.php?F=F_3Uez6gJO7Fkd261
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Do you confirm that you are willing to have your interview audio recorded? 

o Yes  (1)  

o No  (2)  

 

Do you understand that you are free to withdraw from the interview at any time, without giving a 

reason?  

o Yes  (1)  

o No  (2)  

 

Do you understand that you can withdraw from the study and withdraw your data prior to 

anonymisation? (A date that anonymisation will take place will be provided to you on the day of 

your interview)  

o Yes  (1)  

o No  (2)  

 

I hereby fully and freely consent to my participation in this study  

 

I understand the nature and purpose of the procedures involved in this study. These have been 

communication to me on the information sheet accompanying this form. I understand and 

acknowledge that the investigation is designed to promote scientific knowledge and that the 

University of Bath will use the data I provide for no purpose other than research.   

I understand the data I provide will be kept confidential, and that on completion of the study by 

data will be anonymised by removing all links between my name and other identifying 

information and my study data.    

I understand that the University of Bath may use the data collected for this project in a future 

research project but that the conditions on this form under which I have provided the data will 

still apply.  

o I consent  (1)  

o I do not consent  (2)  

 

Open Access Consent   

Please note that you do not have to consent to your data being made 'open access' to 

participate in the study.  

 

I hereby fully and freely consent to my data being retained for use in future research and made 

'open data'. I understand that this means the anonymised data will be publicly available and 

may be used for the purposes not related to this study, and it will not be possible to identify me 
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from this data. I understand that the conditions on this form under which I have provided the 

data will still apply.  

o I consent  (1)  

o I do not consent  (2)  

 

My full name is:____________________________________________________________ 

 

Todays Date is:_______________________________________________________________ 
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Appendix 15: MRP Interview Schedule  

Interview Schedule  

*The main interview questions are highlighted in bold, possible follow-up questions to help 

participants answer questions in full are in italics.  

Introduction: Thank you for agreeing to speak with me today; the interview should take 

approximately 1 hour. I am going to ask you a series of questions about your experiences of 

delivering psychological services for people with learning disabilities throughout the Covid-19 

pandemic.  

Do you have any questions before we begin? There will also be time to ask questions at the 

end of the interview.  

1. Can you start by telling me briefly about the impact of Covid-19 on the service where 

you work as a psychologist? 

 

2. Can you tell me about your experiences of delivering psychological services to people 

with learning disabilities during the Covid-19 pandemic?  

 

o What type of work have you been doing with people? 

o Is this any different to your work before the pandemic? 

o How have you found the experience? 

i. At a professional level? 

ii. At a personal level? 

o Have there been changes in the way you deliver psychological services?  

o Have there been adaptions that you have made? 

o How have things changed at a service level that might have impacted your 

practice? 

o Has there been anything that has surprised you about the experience? 

 

3. Have you noticed anything that has gone particularly well since delivering 

psychological services during the Covid-19 pandemic?  

 

o Have you noticed any positives?  

i. At a personal level  

ii. At a professional level  

o Have you noticed any particular strengths? 

o Are there things you would like to keep doing?  

o Has there been anything that has been particularly positive for this client 

group? 

 

4. Have you noticed any particular challenges? 

 

o Are there things that have been particularly difficult?  

i. At a personal level? 

ii. At a professional level? 

o Is there anything you wish had gone differently? 

o Is there anything that you feel is a more specific challenge for this client group? 

o How have you coped with the challenged? 
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5. What have been the impacts of any changes to your therapeutic work during the 

pandemic? 

o How have they affected you as a clinician? 

o How have they affected the team? 

o How have they affected things at a service level? 

o How have they affected the clients? 

 

6. What have you learnt from delivering psychological services during this time?  

 

o Has there been anything that has surprised you? 

o Is there anything you will do differently now? 

o Is there anything you would like to not take forward? 

 

7. Do you think there are any broader lessons that have been learnt that can inform the 

way services provide psychological support to people with learning disabilities?  

o Have there been any changes at a service level? 

o How would you like things to look going forward? 

 

8. Is there anything else about the experience of delivering psychological services to 

people with learning disabilities during the pandemic that you would like to share? 
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Appendix 16: MRP Extract of Coded Transcript 

Transcription  Code 

P7: I think sometimes I found it quite frustrating because I think ugh I just want 

to go and be in a room with this person and especially if they’re distressed or if it feels 

like you’re not getting as far as maybe you’d hoped I think there’s always that query. For 

me, is this about the video stuff, is it about the phone stuff…and would I be getting 

further if I saw them in person, yeah, and I think sometimes knowing if I’ve made the 

right call so maybe when I when I’ve kind of evidenced and kind of given the rationale 

of yes I’m going to see this person face to face and then maybe thinking actually maybe I 

didn’t need to turn up in all my PPE we probably could have done that over video so … 

I suppose kind of questioning your judgement a little bit about when you’ve got to 

evidence you’re doing, you know, in quotation marks ‘the right mode’ questioning did I 

get that right, especially when a lot of our people have physical health difficulties they 

might be more kind of vulnerable to  COVID-19 and things … Yeah I guess I think at 

the start wearing a mask … with colleagues and with clients was quiet uncomfortable I 

suppose like a feeling of discomfort especially because we get so much from non-verbal 

and I felt like something of that was kind of forcibly taken away by wearing masks or by 

using the phone so that’s frustrating sometimes I feel like you know if I’ve not got the 

breadth of my assessment tools I feel like I’m kind of missing something and kind of 

thinking oh what if I’d have done this you know done this battery of a test? Would that 

be really helpful to me right now? So I think that’s frustrating in terms of … yeah I guess 

I suppose the other reflection is that as psychologists I think we and I know I certainly 

have felt that I’ve kind of been the container for a lot of my colleagues distress and loss 

and sadness and that’s been huge and I think that’s one of the reasons why we said as 

psychologists like “let’s try and be as present as we can for our colleagues” … and I 

think there’s been kind of days and weeks where that’s been really hard to shoulder 

because I’m the only psychologist in my team and sometimes when you’ve got the 

majority of the team who are feeling really deflated or sad or whatever it might be that I 

am the person who kind of contains and absorbs that all. I think can be quite difficult and 

you’re trying to convey you’re trying to be empathic but also trying to convey a bit of 

hope and I think that’s been it’s hard not to be disingenuous because we don’t we don’t 

know when it’s gonna end but actually still trying to be helpful and containing to 

colleagues … yeah and sometimes thinking … maybe I could have said this or maybe I 

could suggested that but actually I think sometimes just having a cup of tea and 10 

minutes with somebody to say it’s been really rubbish this week hasn’t it … can kind of 

make the difference to some people  

 

NG: Yeah, do you think that’s become more of your role than before, being that staff 

support and holding your colleagues’ kind of distresses… is there more focus on that 

now do you think? 

 

Wanting to be in 

room with client- 

high distress, 

disconnection 

Barrier/ Frustration  

 

Questioning 

decisions/ ‘right 

thing’- balancing 

risks of virus vs 

seeing in person  

 

 

Loss of non-verbal’s 

from PPE 

Loss of in-depth ax- 

missing something? 

 

Holding/ containing 

distress for all 

colleagues as well as 

own  

 

Containment of 

distress  

Trying to hold hope/ 

containment for 

colleagues, while also 

feeling uncertain.  

Loss of connection/ 

support with 

colleagues- cup of tea 

for 10 mins  
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Appendix 17: MRP Example Codes P5 

Initial Codes  

Psychology service initially suspended- crisis only. 

Expecting secondment 

Service ‘closed’ to routine referrals March-Aug. 

No f2f, all remote except urgent ax. 

Remote contact feels inaccessible/ unacceptable to LD clients. 

V Challenging using remote technology- many clients want to be seen in person. 

SU wanting f2f, even those who think remote may work for. 

Systemic teams work V challenging due to technology issues. 

Many ways to adapt therapy to online, but for LD population harder for them to adapt. 

Connection issues- technology- screen freezing, pauses in conservations. 

Loss of visual resources, small screen, relying much more on verbal which isn’t suitable for 

many PWLD. 

Issues with remote tech-slower progress, practical issues. 

Hard to build relationship. 

Many issues/ barrier to therapeutic work on video- practical, connection relationally. 

V challenging without materials/resources in the room. 

Challenging behaviour work hard without observation/ being in home. 

Platforms used for video calls not acceptable for use- multiple people can’t join, social 

distancing won’t allow for being in shared room. 

Loss of engagement from staff teams.    

Natural discussion more challenging on screen- team/ systemic work. 

Don’t like job as much. 

Battling the technology everyday. 

Not rewarding, not providing a good enough service. 

Frustration working remotely, when see someone f2f remember why love job. 

Loss- only seeing people in screen/ go into job because like connection with people. 

Challenge of working with SU with communication impairments- frustration, misunderstanding, 

loss of visual cues. 

Funding available to get SU devices. 

Challenges with space in office- many staff sharing few desks, distancing. 

Even if have device, some SU don’t have Wi-Fi and video uses too much data. 

Even with tech, many SU who have less support cannot get online- no one to show them. 

Younger PWLD able to use tech better than carers sometimes. 

Carers struggling to access tech. 

Unable to meet/ connect together as a team. 

Importance of having some time out of the house in office- connecting with a friend or speaking 

with a colleague- ‘keeping sane’. 

Disconnection as a team. 

Large part of role lost- WAIS, LD ax, autism ax. 

Challenges of functioning as a team- new people never met f2f, people turning cameras off. 

Staff support ‘hubs’- most people using it for informal support/ chat/ connect rather than official 

‘support’. 

Staff support role ended after summer due to time needed to run LD service- no way to offer 

staff support now. 

Hoping to move forwards to seeing patients again- but step backwards with new lockdown. 

Hard to hold positives/hope. 

PPE has become the norm so SU don’t seem phased now. 

PPE impacting ability to do ax e.g. dementia ax, increased confusion for SU. 

Cognitive ax- do what can online first. 

Real desire to be in a room with SU. 

Reliance on SU having a big enough screen to see materials- WISC online. 

F2f only way to ax sometimes, SU refusing virtual. 

Only critical ax, no routine LD ax. 

LD ax having to go on hold. 

Importance of being supported as a professional in order to provide a service. 
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Loss of job satisfaction- feeling not delivering a good service, not effective. 

Not feel as though delivering a good enough service at the moment. 

The resilience of some SU- using skills learnt in therapy to cope with current situation.   

Covid restrictions huge barrier to delivering effective service- loss of observation, missing 

puzzle pieces therapeutic relationship.    

V isolating for SU who are more able- had all support cut. 

Impact on PWLD linked to personal circumstances, some preferred ‘new normal’, others found 

very challenging. 

Some SU benefited- smaller more consistent staff teams. 

Day services not re-started- huge impact on SU and systems. 

Resilience of staff teams. 

SU in ‘limbo’ awaiting ax, but risks of waiting less than risk of infection. 

Value of in person connection- most SU wanting in person connection. 

Allowed reflection- comparison of where was vs now for some SU/systems.  

The resilience of some SU- using skills learnt in therapy to cope with current situation.   

Always advocated for smaller, consistent staff teams- hoping this can continue post covid. 

Learning/ future- digitise services, wary of pressure to digitise services- is this accessible/ 

acceptable for PWLD? 

Shining a light on health inequalities- PWLD dying more, societal disinterest. 

Generic guidance/ methods- no regard for SU cognitive functioning ability- significantly harder 

for PWLD. 

Loss of nonverbal cues. 

Loss of trust element. 

Loss of effective communication- materials, connection, level.   
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Appendix 18: MRP Initial Theme Development  
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Appendix 19: External Researchers Reflections: P1 and 6 

· Remote working challenges. 

· Pandemic more challenging for PWLD- impact of understanding, loss. 

· Making do- surviving. 

· Anxiety around not being enough. 

· Shock of the pandemic. 

· Struggles around professional identity- role changed and balancing family life. 

· Resilience of PWLD. 

· Loss of connections-   Loss of people aspect of job, Loss of social support and 

protective factors for PWLD. 

· Giving selves permission? - Doing the right thing, To be good enough? 

· Re-assessing current services and practices- Usefulness of day centres, DNR. 

· Emotional distress of clinician- Managing family life, injustices for PWLD, 

holding/ containing. 

· Difficulties with work-life balance. 

· Less means of influencing team/ informal conversations (psychological 

informed thinking). 

· Pandemic more challenging for PWLD- impact of understanding, loss. 
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Appendix 20: MRP Initial Thematic Map
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Appendix 21: MRP Supporting Quotes 

Superordinate 

Themes  

Subordinate 

Themes  

Subordinate 

Themes   

Quote  

 

Delivering 

Psychological 

Services 

Context Moving 

Goalpost  

”Everything is cancelled, its only crisis appointments 

from here go home, you’re working from home for 

the foreseeable”. It was just like what is happening?! 

Hard to make sense of…” P1  
  The Risks  “…having to judge when something’s essential 

because you’ve also got the added factor that a lot of 

our clients have got significant health problems so 

they’re high risk… so that makes the decision really 

really hard”. P8 

  
 Accessibility 

and 

Acceptability 

Barriers “… this big digital, technology barrier for 

people...lots of people we were working with didn’t 

have the skills for the technology, might really 

struggle with reading and writing…perhaps didn’t 

have access to a laptop or even a mobile phone”. P1 

  
  What 

Worked  

“…there have been a minority of people who prefer 

to meet, either by video or telephone, often those 

people, not always, but tend to have autism, so may 

struggle with the interaction part. I think it reduces 

the intensity of that”. P12 

  
 Professional 

Identify  

Moral Injury  “…you’re not satisfied with the work that you are 

doing, whereas before you might think that was a 

good piece of work that I did, I’m proud of that […] 

it is hard to reconcile that with my values with 

always wanting to do the best”. P12 

  
  Role Change  “We were offered the opportunity to offer some 

sessions for acute care staff … I kind of jumped at 

that …. sort of contributed to the bigger, the whole 

Covid response”. P8 

  
 Living the 

pandemic  

Separation  “… managing being a professional and then, having 

the chaos of my children around […] feeling guilty 

for not being a good enough professional and not 

being a good enough parent”. P6 

  
  Containing 

while 

Uncontained  

“…here I am in my house dealing with distress of my 

clients, the distress of my colleagues, my own 

distress, and the distress of my family and the world 

at large”. P1 

  
  Burning Out  “That bucket is emptying”. P6 

“I don’t like my job as much when I have to do it this 

way”. P5 

  
  Hope “…the hope of something, of the vaccine, of Covid 

going away. Or not causing the disruption, as it is 

now, that is the only thing keeping my wellbeing 

ticking along”. P6  
 Team 

Connection 

 “When I am in the office, people will come to be and 

talk to me able what has happened, I can help them 
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through it, whereas when I was at home people 

wouldn’t call me”. P4  

  
Wellbeing of 

PWLD 

Same Storm 

Different 

Boat 

 “…people maybe struggle with understanding … and 

they don’t understand why they can’t go to the day 

centres they can’t go and do their normal activities I 

think that’s proving a big problem for people”. P8 

  
 Continued 

Inequality 

 “…people with a learning disability are really 

stigmatised and…the huge health inequalities that 

exist already […] it is likely that they are being 

exacerbated through covid”. P3 

  
 Resilience 

and Re-

evaluation  

 “…it has helped to skill clients up in using that kind 

of thing with others. So, they have then been able to 

use that with family and friends and it has helped 

with contact with others”. P9 

  
Learning and 

Future Practice 

Choice and 

Connection  

 “…we can be much more available and accessible 

and provide services in a more creative way than we 

have been doing” P3  
 Inclusion   “…further work needs to be done to improve equity 

of services for people”. P1 

  
 Workforce 

Wellbeing  

 “…. reflection is really important in order to process 

what my own experiences are, in order for me to 

maintain that professional identity when I am at 

work”. P2 
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Appendix 22: Author Guidance for Proposed Journals for Submission 

 

Target Journal Rationale  

 

LR: International Journal of Developmental Disabilities 

The LR fits with the aims and scope of this journal as it covers a broad range of issues 

impacting the lives of PWLD, including health care and advocacy, with an aim of being of 

‘practical help’ for those with an LD and those caring and supporting with emphasis on practical 

implications for professionals. The study is aiming to publish in an international journal at the 

review synthesises findings from international papers and has implications that can be 

applicable broadly across healthcare services. 

Word Count: 7000 although longer manuscripts may be considered in consultation with the 

editors. (See email with editor below). 

 

SRP: British Journal of Psychiatry  

The SRP fits with the aims and scope of this journal as it aims to report best practice in 

supporting people with mental health difficulties. Similar studies exploring interventions for 

psychosis have been published in this journal in the past. 

Word Count: 3000-4000 words excluding references, tables and figures.  

 

MRP: Journal of Mental Health Research in Intellectual Disabilities 

The MRP fits with the aims and scope of the journal as the journal focuses on papers exploring 

issues impacting the mental health of PWLD as well as papers exploring treatment and support 

for PWLD. The study is aiming to publish in an international journal to share the experiences 

from UK service perspective which are likely to hold insights for services more broadly. The 

journal is aimed at professionals supporting PWLD. 

Word Count: No Word Limit. 
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International Journal of Developmental Disabilities  

Instructions for Authors 

About the Journal 

International Journal of Developmental Disabilities is an international, peer-reviewed journal 

publishing high-quality, original research. Please see the journal's Aims & Scope for 

information about its focus and peer-review policy. 

Please note that this journal only publishes manuscripts in English. 

International Journal of Developmental Disabilities accepts the following types of article: 

• Original/Review articles 

• Points of View articles 

• Letters to the Editor 

Peer Review and Ethics 

Taylor & Francis is committed to peer-review integrity and upholding the highest standards of 

review. Once your paper has been assessed for suitability by the editor, it will then be double 

blind peer reviewed by independent, anonymous expert referees. Find out more about what to 

expect during peer review and read our guidance on publishing ethics. 

Preparing Your Paper 

All authors submitting to medicine, biomedicine, health sciences, allied and public health 

journals should conform to the Uniform Requirements for Manuscripts Submitted to Biomedical 

Journals, prepared by the International Committee of Medical Journal Editors (ICMJE). 

Article Types 

Original/Review articles 

• Should be written with the following elements in the following order: title page; 

abstract; keywords; main text introduction, materials and methods, results, discussion; 

acknowledgments; declaration of interest statement; references; appendices (as 

appropriate); table(s) with caption(s) (on individual pages); figures; figure captions (as a 

list) 

• Should be no more than 7000 (although longer manuscripts may be considered in 

consultation with the editors) words, inclusive of: 

o References 

o Figure or table captions 

• Should contain a structured abstract of 200 words. 

Abstracts should preferably be structured, although unstructured abstracts are also 

allowed. 

• Should contain between 5 and 8 keywords. Read making your article more 

discoverable, including information on choosing a title and search engine optimization. 

• Review and Original article authors should provide sufficient background information 

to allow both specialists and non-specialists working with those with intellectual 

disabilities to gain both knowledge and perspective of all aspects on the habilitation of 

those with intellectual disabilities. The editors emphasise their interest in publication of 

articles that present a critical review of previous findings, as opposed to a simple 

https://www.tandfonline.com/action/journalInformation?show=aimsScope&journalCode=YJDD
http://authorservices.taylorandfrancis.com/what-to-expect-during-peer-review/
http://authorservices.taylorandfrancis.com/what-to-expect-during-peer-review/
http://authorservices.taylorandfrancis.com/ethics-for-authors/
http://www.icmje.org/urm_main.html
http://www.icmje.org/urm_main.html
http://authorservices.taylorandfrancis.com/making-your-article-and-you-more-discoverable/
http://authorservices.taylorandfrancis.com/making-your-article-and-you-more-discoverable/
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compilation of previously published data and interpretations. Areas of interest to the 

Journal include; authoritative reviews on topics such as the causes, diagnosis, care, 

therapeutic intervention, learning strategies, challenging behaviour, improvement of 

quality of life, medication etc. 

 

Review articles may also include; Systemic review/Meta-analyses, which must also 

include a statistical technique for quantitatively combining the results of multiple 

studies that measure the same outcome into a single pooled or summary estimate. Please 

refer to the  PRISMA reporting guidelines for guidance. 

 

All articles or data sources should be searched for and selected systematically for 

inclusion and critically evaluated, and the search and selection process (key words used 

etc) should be described in the manuscript. 

 

The specific type of study or analysis, population, intervention, exposure, and tests or 

outcomes should be described for each article or data source. The data sources should 

be as current as possible. Manuscripts should present systematic, critical assessments of 

literature and data sources pertaining to intellectual disabilities and also emphasise 

factors in areas of interest such as the causes, diagnosis, care, therapeutic intervention, 

learning strategies, challenging behaviour, improvement of quality of life, medication 

etc. 

Style Guidelines 

Please refer to these quick style guidelines when preparing your paper, rather than any 

published articles or a sample copy. 

Any spelling style is acceptable so long as it is consistent within the manuscript. 

Please use single quotation marks, except where ‘a quotation is “within” a quotation’. 

Please note that long quotations should be indented without quotation marks. 

Formatting and Templates 

Papers may be submitted in Word or LaTeX formats. Figures should be saved separately from 

the text. To assist you in preparing your paper, we provide formatting template(s). 

Word templates are available for this journal. Please save the template to your hard drive, ready 

for use. 

If you are not able to use the template via the links (or if you have any other template queries) 

please contact us here. 

References 

Please use this reference guide when preparing your paper. 

Checklist 

1. Author details. Please ensure everyone meeting the International Committee of 

Medical Journal Editors (ICMJE) requirements for authorship is included as an author 

of your paper. All authors of a manuscript should include their full name and affiliation 

on the cover page of the manuscript. Where available, please also include ORCiDs and 

social media handles (Facebook, Twitter or LinkedIn). One author will need to be 

identified as the corresponding author, with their email address normally displayed in 

the article PDF (depending on the journal) and the online article. Authors’ affiliations 

are the affiliations where the research was conducted. If any of the named co-authors 

moves affiliation during the peer-review process, the new affiliation can be given as a 

http://www.prisma-statement.org/
http://authorservices.taylorandfrancis.com/tf_quick_guide/
http://authorservices.taylorandfrancis.com/formatting-and-templates/
http://authorservices.taylorandfrancis.com/contact/
https://www.tandf.co.uk/journals/authors/style/reference/ref_YJDD.pdf
https://www.icmje.org/recommendations/browse/roles-and-responsibilities/defining-the-role-of-authors-and-contributors.html
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footnote. Please note that no changes to affiliation can be made after your paper is 

accepted. Read more on authorship. 

2. Graphical abstract (optional). This is an image to give readers a clear idea of the 

content of your article. It should be a maximum width of 525 pixels. If your image is 

narrower than 525 pixels, please place it on a white background 525 pixels wide to 

ensure the dimensions are maintained. Save the graphical abstract as a .jpg, .png, 

or .tiff. Please do not embed it in the manuscript file but save it as a separate file, 

labelled GraphicalAbstract1. 

3. You can opt to include a video abstract with your article. Find out how these can help 

your work reach a wider audience, and what to think about when filming. 

4. Funding details. Please supply all details required by your funding and grant-awarding 

bodies as follows: 

For single agency grants 

This work was supported by the [Funding Agency] under Grant [number xxxx]. 

For multiple agency grants 

This work was supported by the [Funding Agency #1] under Grant [number xxxx]; 

[Funding Agency #2] under Grant [number xxxx]; and [Funding Agency #3] under 

Grant [number xxxx]. 

5. Disclosure statement. This is to acknowledge any financial interest or benefit that has 

arisen from the direct applications of your research. Further guidance on what is a 

conflict of interest and how to disclose it. 

6. Biographical note. Please supply a short biographical note for each author. This could 

be adapted from your departmental website or academic networking profile and should 

be relatively brief (e.g. no more than 200 words). 

7. Geolocation information. Submitting a geolocation information section, as a separate 

paragraph before your acknowledgements, means we can index your paper’s study area 

accurately in JournalMap’s geographic literature database and make your article more 

discoverable to others. More information. 

8. Supplemental online material. Supplemental material can be a video, dataset, fileset, 

sound file or anything which supports (and is pertinent to) your paper. We publish 

supplemental material online via Figshare. Find out more about supplemental material 

and how to submit it with your article. 

9. Figures. Figures should be high quality (1200 dpi for line art, 600 dpi for grayscale and 

300 dpi for colour, at the correct size). Figures should be supplied in one of our 

preferred file formats: EPS, PS, JPEG, TIFF, or Microsoft Word (DOC or DOCX) files 

are acceptable for figures that have been drawn in Word. For information relating to 

other file types, please consult our Submission of electronic artwork document. 

10. Tables. Tables should present new information rather than duplicating what is in the 

text. Readers should be able to interpret the table without reference to the text. Please 

supply editable files. 

11. Equations. If you are submitting your manuscript as a Word document, please ensure 

that equations are editable. More information about mathematical symbols and 

equations. 

12. Units. Please use SI units (non-italicized). 

Using Third-Party Material 

https://authorservices.taylorandfrancis.com/defining-authorship/
https://authorservices.taylorandfrancis.com/video-abstracts/
https://authorservices.taylorandfrancis.com/video-abstracts/
https://authorservices.taylorandfrancis.com/what-is-a-conflict-of-interest/
https://authorservices.taylorandfrancis.com/what-is-a-conflict-of-interest/
https://authorservices.taylorandfrancis.com/making-your-article-and-you-more-discoverable/
https://authorservices.taylorandfrancis.com/enhancing-your-article-with-supplemental-material/
https://authorservices.taylorandfrancis.com/enhancing-your-article-with-supplemental-material/
https://authorservices.taylorandfrancis.com/submission-of-electronic-artwork
https://authorservices.taylorandfrancis.com/mathematical-scripts/
https://authorservices.taylorandfrancis.com/mathematical-scripts/
https://www.bipm.org/en/si/
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You must obtain the necessary permission to reuse third-party material in your article. The use 

of short extracts of text and some other types of material is usually permitted, on a limited basis, 

for the purposes of criticism and review without securing formal permission. If you wish to 

include any material in your paper for which you do not hold copyright, and which is not 

covered by this informal agreement, you will need to obtain written permission from the 

copyright owner prior to submission. More information on requesting permission to reproduce 

work(s) under copyright. 

Disclosure Statement 

Please include a disclosure statement, using the subheading “Disclosure of interest.” If you have 

no interests to declare, please state this (suggested wording: The authors report no conflict of 

interest). For all NIH/Welcome-funded papers, the grant number(s) must be included in the 

declaration of interest statement. Read more on declaring conflicts of interest. 

Complying With Ethics of Experimentation 

Please ensure that all research reported in submitted papers has been conducted in an ethical and 

responsible manner, and is in full compliance with all relevant codes of experimentation and 

legislation. All papers which report in vivo experiments or clinical trials on humans or animals 

must include a written statement in the Methods section. This should explain that all work was 

conducted with the formal approval of the local human subject or animal care committees 

(institutional and national), and that clinical trials have been registered as legislation requires. 

Authors who do not have formal ethics review committees should include a statement that their 

study follows the principles of the Declaration of Helsinki. 

Consent 

All authors are required to follow the ICMJE requirements on privacy and informed consent 

from patients and study participants. Please confirm that any patient, service user, or participant 

(or that person’s parent or legal guardian) in any research, experiment, or clinical trial described 

in your paper has given written consent to the inclusion of material pertaining to themselves, 

that they acknowledge that they cannot be identified via the paper; and that you have fully 

anonymized them. Where someone is deceased, please ensure you have written consent from 

the family or estate. Authors may use this Patient Consent Form, which should be completed, 

saved, and sent to the journal if requested. 

Email from Editor of Journal accepting wordcount of LR: 

http://authorservices.taylorandfrancis.com/using-third-party-material-in-your-article/
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British Journal or Psychiatry  

Instructions for authors 

About 

The British Journal of Psychiatry (BJPsych) is a leading international peer-reviewed journal, 

covering all branches of psychiatry with a particular emphasis on the clinical aspects of each 

topic. Please visit About the BJPsych for further information about the focus, mission, 

ownership, management, content and audience of the journal. 

Submission 

Manuscripts should be submitted online as a word document 

via https://mc.manuscriptcentral.com/bjpsych. Authors may track the progress of their 

manuscript(s) at any time via the submission website. For assistance with online submission, 

please email bjp@rcpsych.ac.uk or call + 44 208 618 4235. 

Peer Review 

The editor is unable to offer a review of a manuscript’s suitability before submission. 

Authors should be aware of the criteria listed in the document 'What is a BJPsych paper?' which 

helps the editorial team assess all the high-quality papers submitted to the journal. 

All papers published in this journal are peer reviewed. All submissions are initially assessed for 

suitability by the Deputy Editors-in-Chief. After the initial assessment, submissions are single-

blind peer-reviewed by two independent, anonymous expert referees and the assigned Handling 

Editor. The Handling Editor will recommend a decision to the Editor-in-Chief who is 

responsible for making the final decision. Find out more about what to expect during peer 

review here. 

No person is permitted to take any role in the peer-review of a paper in which they have an 

interest, defined as follows: fees or grants from, employment by, consultancy for, shared 

ownership in, or any close relationship with, an organisation whose interests, financial or 

otherwise, may be affected by the publication of the paper. 

When editorial board members of this journal submit papers, the journal follows the below 

process: 

1. Editorial board members include a declaration of interest statement in their submission 

stating their role with the journal. 

2. Editorial board members submit to the journal via ScholarOne and do not take part in 

the review or decision-making process regarding their own paper. 

3. Editorial board members who have submitted papers to the journal are blinded from 

accessing information on their paper in the system and are notified of decisions in the 

usual way. 

Preparing your Submission 

Checklist: What to Include 

Authors will be asked to confirm the following elements are included during submission. Any 

omissions may cause delays. 

Word Document: 

1. Title – The title should be brief and relevant. Titles should not announce the results of 

articles and (apart from editorials) they should not be phrased as questions. 

2. Author Names – The full names of the authors should appear on the title page in the 

form that is wished for publication. When submitting a manuscript authored 

by a group, please specify the name of the group and identify the group members on the 

title page who can take credit and responsibility for the work as authors. Other group 

members (non-author contributors) should be listed under Acknowledgements or in 

Supplementary Material. 

3. Main Text – See relevant Article Type for individual specification. 
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4. Clinical Trials Registration – In accordance with ICMJE guidelines, 

the BJPsych requires all clinical trials to be registered in a public trials registry at the 

beginning of the research process (prior to patient enrolment). Trial registration 

numbers should be included in the abstract, with full details of the trial in the Methods 

section. 

5. Ethics Statement – All authors are required to follow the ICMJE guidelines on the 

protection of research participants. Reports on research involving human participants 

must include the following statement in the Methods section: The authors assert that all 

procedures contributing to this work comply with the ethical standards of the relevant 

national and institutional committees on human experimentation and with the Helsinki 

Declaration of 1975, as revised in 2008. All procedures involving human 

subjects/patients were approved by [name of the relevant local, regional or national 

review body and approval number]. For further assistance in writing an ethics statement 

please visit Ethics Statement Generator. 

Ethical Oversight / Research with Humans or Animals. We expect any authors who submit 

content to British Journal of Psychiatry to have obtained the necessary ethical approvals and 

consents for their research and its publication, and to be able to produce evidence of this if 

requested. For more information on clinical trial requirements and consent statement 

requirements, see the 'Preparing your submission' section. 

6. Consent Statement – Reports on research involving human participants must include 

the following statement in the Methods section: Written [or verbal] informed consent 

was obtained from all subjects/patients. Where verbal consent was obtained this must 

be followed by a statement such as: Verbal consent was witnessed and formally 

recorded. This confirms that any research participant has consented to the inclusion of 

material pertaining to themselves, that they acknowledge that they cannot be identified 

via the manuscript; and that the participant has been fully anonymized by the author. If 

research participants are identifiable, authors should complete and upload a Consent 

Form. Where someone is deceased, please ensure you have written consent from the 

family or estate. 

7. Author Details – At the end of the manuscript list the affiliations and countries at the 

time the work described in the paper was carried out. Identify one corresponding author 

with an email address appropriate for publication. 

8. References – References should be numbered in the order that they appear in the text 

and listed at the end of the manuscript using the Vancouver style. Unpublished doctoral 

theses may be cited but no other citation of unpublished work, including unpublished 

conference presentations, is permissible. Authors are responsible for checking all 

references for accuracy and relevance before submission. Read our guide to Vancouver 

referencing here. 

Required Statements: 

1. Declaration of Interest – Authors should include a Declaration of Interest statement in 

their manuscript, detailing all conflicts of interest. Conflicts of interest are situations 

that could be perceived to exert an undue influence on an author’s presentation of their 

work. They may include, but are not limited to, financial, professional, contractual or 

personal relationships or situations. Conflicts of interest do not necessarily mean that an 

author’s work has been compromised. Authors should declare any real or perceived 

conflicts of interest in order to be transparent about the context of their work. If the 

manuscript has multiple authors, the author submitting the manuscript must include a 

Declaration of Interest statement relevant to all contributing authors. Example wording 

for your declaration is as follows: “Declaration of Interest: Author A is employed at 

company B. Author C owns shares in company D, is on the Board of company E and is 
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a member of organisation F. Author G has received grants from company H.” If no 

Conflicts of Interest exist, your declaration should state “Declaration of Interest: None”. 

2. Funding – Authors must include a Funding Statement in their manuscript. Within this 

statement please provide details of the sources of financial support for all authors, 

including grant numbers, for example: “Funding Statement: This work was supported 

by the Medical Research Council (grant number XXXXXXX)”. Grants held by 

different authors should be identified as belonging to individual authors by the authors’ 

initials, for example: “Funding Statement: This work was supported by the Wellcome 

Trust (AB, grant numbers XXXX, YYYY), (CD, grant number ZZZZ); the Natural 

Environment Research Council (EF, grant number FFFF); and the National Institutes of 

Health (AB, grant number GGGG), (EF, grant number HHHH).” Where no specific 

funding has been provided for research, you should include the following statement: 

“Funding Statement: This research received no specific grant from any funding agency, 

commercial or not-for-profit sectors.” 

3. Acknowledgements – Authors may acknowledge individuals or organisations who 

provided non-financial advice and/or support. Names and descriptions of the 

contributions of all non-author contributors should be included (as identified in 

the ICMJE guidelines). If a professional medical writer has been employed in 

connection to the work, the writer must be named in the Acknowledgements section 

with their contact information. 

4. Author Contribution – All authors should meet all four ICMJE criteria for authorship. 

Please provide a very brief description of the contribution of each author to the research 

including their roles in formulating the research question(s), designing the study, 

carrying it out, analysing the data and writing the article. 

5. Data Availability – In the interests of research transparency, authors are required to 

maintain accurate records of data associated with their manuscript, and to supply or 

provide access to these data on reasonable request for purposes of reproducing results or 

replicating procedures. Authors are encouraged to deposit data in a recognized data 

repository that can mint a persistent digital identifier (e.g. DOI), provides timestamped 

entries and recognizes a long-term preservation plan. Please include a brief statement 

indicating whether the materials supporting the findings are available, and if so, where 

readers may access them. For example: 

• The data that support the findings of this study are openly available in [repository name] 

at http://doi.org/[doi], reference number [reference number]. 

• The data that support the findings of this study are available on request from the 

corresponding author, [initials]. The data are not publicly available due to [restrictions 

e.g. their containing information that could compromise the privacy of research 

participants]. 

• Data availability is not applicable to this article as no new data were created or analysed 

in this study. 

• The data that support the findings of this study are available from the corresponding 

author, [author initials], upon reasonable request. Please find more sample 

statements here. 

Other Documents: 

1. Tables - Tables should be numbered (e.g. Table 1, Table 2…) and referenced in the text 

of the manuscript. Authors must indicate the desired position of the table in the 

manuscript. Authors must obtain permission from the original publisher if they intend to 

use tables from other sources, and due acknowledgement should be made in a footnote 

to the table as follows: Permission to replicate this table has been given to the authors 

by XXX. Please ensure tables are a reasonable size. Tables over two typeset pages 

(around 1,400 words) will be moved to supplementary material. 
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2. Figures - Figures should be numbered (e.g. Fig 1, Fig 2, Fig 3…) and referenced in the 

text of the manuscript. Authors must indicate the desired position of the figure in the 

manuscript. Please consult the journal artwork guide for a detailed specification on 

accepted file formats. Authors must obtain permission from the original publisher if 

they intend to use figures from other sources, and due acknowledgement should be 

made in the legend as follows: Permission to replicate this figure has been given to the 

authors by XXX. 

Any figures supplied in colour will be published online in colour but converted to tints 

of the journal’s Pantone shade for printing. The optional charge for full colour figure 

print publication is £200/$320 per figure (up to a maximum of £1000/$1600 per article). 

To request colour figures in print, please tick the appropriate box when submitting your 

manuscript. 

3. Supplementary Material – Material related to a paper but not essential to a general 

understanding of the paper will be published as an online data supplement. 

Supplementary material is peer reviewed but will not be copyedited or typeset and 

should be supplied as authors wish to appear online. Supplementary material should be 

uploaded as a separate file and referenced in the manuscript. This material includes, but 

is not restricted to: 

o Additional data presented as tables or figures 

o Details of a search strategy employed in a literature review 

o Details of the literature retrieved but not further discussed in the body of the 

manuscript 

o Technical details of specialist (but not novel) methodology, statistical analysis 

and supporting references 

o Long lists of contributors who don’t qualify for an authorship credit (e.g. group 

authorship) should be added to supplementary material. Shorter lists can be 

included in the acknowledgement section. 

4. Publication Agreement - A signed publication agreement must be submitted online 

when submitting a revised version of the manuscript, or immediately after acceptance if 

no revision is required. 

5. CONSORT, PRISMA, or CHEERS Checklist/Flow Diagram – If relevant, see 

here for more information. 
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Journal of Mental Health Research in Intellectual Disabilities 

Instructions for Authors 

About the Journal 

Journal of Mental Health Research in Intellectual Disabilities is an international, peer-reviewed 

journal publishing high-quality, original research. Please see the journal's Aims & Scope for 

information about its focus and peer-review policy. 

Please note that this journal only publishes manuscripts in English. 

Journal of Mental Health Research in Intellectual Disabilities accepts the following types of 

article: original articles. 

The JMHRID, the official research journal of NADD, is an interdisciplinary research journal 

with the purpose of reporting original scientific and scholarly contributions to advance 

knowledge about mental health issues among persons with intellectual disabilities. The journal 

will address issues related to the full range of psychopathology among persons with intellectual 

disabilities (mental retardation), neuro-developmental disorders, and autism spectrum disorders, 

including severe behavior problems, criminality, substance abuse, and genetic phenotypes 

across the life span. The journal seeks to publish contributions with an emphasis on empirically-

based research and will include research on characteristics of persons with intellectual 

disabilities and mental health problems; risk and protective factors related to the development 

and/or prevention of mental health problems in persons with intellectual disabilities; 

development of screening and diagnostic instruments; effectiveness of behavioral, psychosocial 

and pharmacological treatment procedures; critical or comparative literature reviews, including 

quantitative meta-analyses. Occasional conceptual reviews that provide for new understanding 

of theory or theoretical constructs will also be considered. 

Peer Review and Ethics 

Taylor & Francis is committed to peer-review integrity and upholding the highest standards of 

review. Once your paper has been assessed for suitability by the editor, it will then be double 

blind peer reviewed by independent, anonymous expert referees. Find out more about what to 

expect during peer review and read our guidance on publishing ethics. 

Preparing Your Paper 

Structure 

Your paper should be compiled in the following order: title page; abstract; keywords; main text 

introduction, materials and methods, results, discussion; acknowledgments; declaration of 

interest statement; references; appendices (as appropriate); table(s) with caption(s) (on 

individual pages); figures; figure captions (as a list). 

Word Limits 

Please include a word count for your paper. There are no word limits for papers in this journal. 

Style Guidelines 

Please refer to these quick style guidelines when preparing your paper, rather than any 

published articles or a sample copy. 

Please use American spelling style consistently throughout your manuscript. 

Please use double quotation marks, except where “a quotation is ‘within’ a quotation”. Please 

note that long quotations should be indented without quotation marks. 

Formatting and Templates 

https://www.tandfonline.com/action/journalInformation?show=aimsScope&journalCode=UMID
https://authorservices.taylorandfrancis.com/what-to-expect-during-peer-review/
https://authorservices.taylorandfrancis.com/what-to-expect-during-peer-review/
https://authorservices.taylorandfrancis.com/ethics-for-authors/
https://authorservices.taylorandfrancis.com/tf_quick_guide/
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Papers may be submitted in Word format. Figures should be saved separately from the text. To 

assist you in preparing your paper, we provide formatting template(s). 

Word templates are available for this journal. Please save the template to your hard drive, ready 

for use. 

If you are not able to use the template via the links (or if you have any other template queries) 

please contact us here. 

Ethical Standards. All investigations using human participants must have been approved by the 

human subjects review committee or the author's institution. Authors should state that they have 

complied with the American Psychological Association ethical standards in the treatment of 

their sample and in obtaining informed consent (http://apa.org/ethics/code/index.aspx Standard 

8: Research and Publication), or with standards of a similar appropriate professional 

organization relevant to the professional background of the investigators. Authors should use 

language that emphasizes the humanity of people with intellectual disabilities. Authors are 

prohibited from submitting the same manuscript for concurrent consideration by two or more 

publications. Authors are required to reveal any possible conflict of interest in the conduct and 

reporting of research. 

References 

Please use this reference guide when preparing your paper. 

Checklist: What to Include 

1. Author details. All authors of a manuscript should include their full name and 

affiliation on the cover page of the manuscript. Where available, please also include 

ORCiDs and social media handles (Facebook, Twitter or LinkedIn). One author will 

need to be identified as the corresponding author, with their email address normally 

displayed in the article PDF (depending on the journal) and the online article. Authors’ 

affiliations are the affiliations where the research was conducted. If any of the named 

co-authors moves affiliation during the peer-review process, the new affiliation can be 

given as a footnote. Please note that no changes to affiliation can be made after your 

paper is accepted. Read more on authorship. 

2. Should contain a structured abstract of 150 words. 

3. You can opt to include a video abstract with your article. Find out how these can help 

your work reach a wider audience, and what to think about when filming. 

4. Between 3 and 5 keywords. Read making your article more discoverable, including 

information on choosing a title and search engine optimization. 

5. Funding details. Please supply all details required by your funding and grant-awarding 

bodies as follows: 

For single agency grants 

This work was supported by the [Funding Agency] under Grant [number xxxx]. 

For multiple agency grants 

This work was supported by the [Funding Agency #1] under Grant [number xxxx]; 

[Funding Agency #2] under Grant [number xxxx]; and [Funding Agency #3] under 

Grant [number xxxx]. 

6. Disclosure statement. This is to acknowledge any financial interest or benefit that has 

arisen from the direct applications of your research. Further guidance on what is a 

conflict of interest and how to disclose it. 

7. Data availability statement. If there is a data set associated with the paper, please 

provide information about where the data supporting the results or analyses presented in 

https://authorservices.taylorandfrancis.com/formatting-and-templates/
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the paper can be found. Where applicable, this should include the hyperlink, DOI or 

other persistent identifier associated with the data set(s). Templates are also available to 

support authors. 

8. Data deposition. If you choose to share or make the data underlying the study open, 

please deposit your data in a recognized data repository prior to or at the time of 

submission. You will be asked to provide the DOI, pre-reserved DOI, or other persistent 

identifier for the data set. 

9. Supplemental online material. Supplemental material can be a video, dataset, fileset, 

sound file or anything which supports (and is pertinent to) your paper. We publish 

supplemental material online via Figshare. Find out more about supplemental material 

and how to submit it with your article. 

10. Figures. Figures should be high quality (1200 dpi for line art, 600 dpi for grayscale and 

300 dpi for color, at the correct size). Figures should be supplied in one of our preferred 

file formats: EPS, PDF, PS, JPEG, TIFF, or Microsoft Word (DOC or DOCX) files are 

acceptable for figures that have been drawn in Word. For information relating to other 

file types, please consult our Submission of electronic artwork document. 

11. Tables. Tables should present new information rather than duplicating what is in the 

text. Readers should be able to interpret the table without reference to the text. Please 

supply editable files. 

12. Equations. If you are submitting your manuscript as a Word document, please ensure 

that equations are editable. More information about mathematical symbols and 

equations. 

13. Units. Please use SI units (non-italicized). 

Using Third-Party Material in your Paper 

You must obtain the necessary permission to reuse third-party material in your article. The use 

of short extracts of text and some other types of material is usually permitted, on a limited basis, 

for the purposes of criticism and review without securing formal permission. If you wish to 

include any material in your paper for which you do not hold copyright, and which is not 

covered by this informal agreement, you will need to obtain written permission from the 

copyright owner prior to submission. More information on requesting permission to reproduce 

work(s) under copyright. 
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