
 

1 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

 

 

  

  

 

 

 

The Together Project 

Supporting the Delivery of Good Practice in Maternity 

Services for Parents with Learning Disabilities 

 

 

FINAL REPORT 

 

 

 

July 2020 

 

 



 

2 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

  

Contents 

1 Executive Summary         8 

1.1 Background         8 

1.2 Research aims and objectives       8 

1.3 Research design        8 

1.4 Findings         9 

1.5 Discussion         10 

1.6 Conclusion         12 

2 Introduction          13 

3 Background          13 

3.1 Inequalities within health and social care     13 

3.2 Inequalities within maternity care      15 

3.3 Aims and objectives        18 

4 Methods          19 

4.1 Research design        19 

4.2 Methodology         19 

4.3 Appreciative Inquiry        19 

4.4 Identifying guidelines, research and resources that relate to maternity care 
for parents with learning disabilities      20 

4.5 Collecting the experiences of parents with learning disabilities and their 
informal carers        21 

4.5.1 Recruitment        21 

4.5.2 Data collection       22 

4.5.3 Online survey        22 

4.5.4 Interviews        23 

4.6 Exploring health and social care professionals’ experiences of working with 
parents with learning disabilities      24 

4.6.1 Recruitment        24 

4.6.2 Data collection       25 

4.6.3 Interviews        25 



 

3 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

4.7 The end of data collection       26 

4.8 Data analysis         26 

4.9 Data management        27 

4.10 Ethical considerations        28 

5 Findings          30 

5.1 Guidelines, research and resources that relate to maternity care for parents 
with learning disabilities       30 

5.1.1 Policy and guidelines       30 

5.1.2 Academic research       31 

5.1.3 Interventions        34 

5.1.4 Resources        35 

5.2 Key stakeholders’ view of ‘good’ maternity care services for parents with 
learning disabilities        35 

5.2.1 Participants        35 

5.3 Themes         38 

5.3.1 Descriptive theme 1 - Identifying need: ‘Parents with a learning 
disability can slip through the net’     38 

5.3.2 Descriptive theme 2 – Preparing for parenthood: ‘She needed to be 
treated differently to make it equal’     44 

5.3.3 Descriptive theme 3 – Supporting the journey to baby and beyond:     
‘I had all the support that I needed from people’   49 

6. Co-production          55 

7 Development of the Toolkit and Maternity Passport    57 

8 Piloting of the Toolkit and Maternity Passport     58 

8.1 Feedback on the Toolkit       59 

8.2 Feedback on the Maternity Passport      60 

9 Discussion          61 

9.1 What are key stakeholders’ views of ‘good’ maternity care services for 
parents with learning disabilities?      61 

9.2 How can good practice be built on so that the health and social care 
workforce are best supported to deliver care well?    67 

10 Strengths and limitations of the Together Project     68 

10.1 Strengths of the Together Project      68 



 

4 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

10.1.1 Co-production with an advisory group which included people with 
learning disabilities        68 

10.1.2 An Expert by Experience in the research team   68 

10.1.3 The multidisciplinary advisory group     69 

10.1.4 Accessibility of the Together Project for participants with learning 
disabilities         69 

10.1.5 An Appreciative Inquiry approach     70 

10.1.6 The Values underpinning the Together Project   70 

10.2 Limitations of the Together Project      71 

10.2.1 Survey Responses       71 

10.2.2 The use of Zoom for meetings and interviews   71 

10.2.3 Parents with learning disabilities recruited by a specialist midwife 72 

10.2.4 Difficulty recruiting parents with a learning disability  72 

10.2.5 No parents going through child protection proceedings  72 

10.2.6 The lack of input from fathers     73 

10.2.7 The views and experiences of Health Visitors   73 

11 Conclusion and recommendations       73 

12 Dissemination          74 

13 Acknowledgements         76 

14 References          77 



 

5 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

15 Appendices          81 

Appendix 1: Invitation for people with learning disabilities and their informal 
carers/families for social media sites, charities and groups; 

Appendix 2: Easy read participant information sheet for people with learning 
disabilities and their informal supporters/carers; 

Appendix 3: Standard participant information sheet for people with learning 
disabilities and their informal supporters/carers; 

Appendix 4: Survey for people with learning disabilities and their informal 
supporters/carers; 

Appendix 5: Amended survey for people with learning disabilities and their informal 
supporters/carers; 

Appendix 6: Easy-read consent form for people with learning disabilities and their 
informal supporters/carers;  

Appendix 7: Standard consent form for people with learning disabilities and their 
informal supporters/carers; 

Appendix 8: Interview schedule for people with learning disabilities and their 
informal supporters/carers; 

Appendix 9: Invitation for health and social care professionals for social media sites, 
member organisations, and existing contacts; 

Appendix 10: Participant information sheet for health and social care professionals; 

Appendix 11: Consent form for health and social care professionals; 

Appendix 12: Interview schedule for health and social care professionals; 

Appendix 13: Log of organisations and individuals approached with request to share 
project information; 

Appendix 14: Summary tables of guidelines, research and resources; 

Appendix 15: Log of changes made to Toolkit and Maternity passport after 
consultation; 

Appendix 16: Together Project Toolkit; 

Appendix 17: Together Project Maternity Passport. 



 

6 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

Project Team: 

Principal Investigator: 

Dr Anna Cox, Research Fellow, School of Health Sciences, University of Surrey 

Co-investigator: 

Prof Ann Gallagher, Professor of Ethics and Care, School of Health Sciences, University of 

Surrey 

Expert by Experience: 

Mr Scott Watkin BEM 

Researcher: 

Dr Treena Parsons, Research Fellow, School of Health Sciences, University of Surrey 

  

Advisory Group: 

Dr Carys Banks, Research Fellow, University of Surrey 

Mr Jim Blair, Clinical Advisor Learning Disability at Queens Nursing Institute and Associate 

Professor (Hon) Learning Disabilities at Kingston and St George’s Universities 

Dr Anna Brown - Midwifery Teaching Fellow, University of Surrey 

Ms Kate Flack – Specialist Midwife for Learning and Physical Disabilities, Surrey Heartlands 

Ms Crystal Howell, Team Manager (EAST), Countywide Learning Disability & Autism Team, 

Surrey County Council  

Mr Robert Jago - Head of Department - Law & Criminology, Royal Holloway, University of 

London 

Ms Felicity Jones, Teaching Fellow in Integrated Care (Population Health), Director of 

Studies for Specialist Practice and Pathway Lead for Health Visiting, University of Surrey 

Mr George Matuska (RNLD) Learning Disability and Autism Lead, Clinical Advisor Intellectual 

Disabilities – Health Education England (South East)   

Ms Susannah Patterson, Social Worker, Camden Council  



 

7 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

Dr Kate Theodore, Clinical Psychologist and Senior Lecturer, Royal Holloway University of 

London 

Mr Luke Tye, Ms Zena Rose and Ms Alice Putt, supported by Mr Miroslav Bezecky, from 

The Grange at Bookham.  

Mrs Amanda Watkin – Expert by experience 

Mr Paul Wilshaw – Agent for Change at Leeds Playhouse, Assistant Producer Mind the Gap 

Mrs Rhona Savy Westrip - Programme Manager Intellectual Disabilities, South East England 

Region, Health Education England.  

 

 

Note regarding terms within the document:  

Throughout this document we use the terms ‘learning disability’ and ‘learning disabilities’. 

This can be substituted by ‘intellectual disability’ and ‘intellectual disabilities. 

Mencap’s definition of a learning disability is a broad, inclusive definition that was 

recommended by our advisory group. It states: 

 ‘A learning disability is a reduced intellectual ability and difficulty with everyday activities – 

for example household tasks, socialising or managing money – which affects someone for 

their whole life’ [Mencap 2020] 

 The term ‘parent’ is used to refer to both current and expectant parents.  

The term ‘Informal Supporter/Carer’ is used to refer to a person who supports or cares for 

the parent with a learning disability. This could be a family member, friend, neighbour or 

other person known to the parent with a learning disability.   
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1. Executive Summary  

1.1  Background: 

There are over 1.5 million people with learning disabilities in the UK. Despite entitlements to 

good health and social care service, many experience inequalities in provision. This is 

particularly pronounced in relation to maternity services. Despite directives to improve 

maternity care in general, and to improve care for parents with learning disabilities, quality 

of care is variable and the experience of parents with learning disabilities is often poor and 

lacking reasonable adjustments to care. Previous research reveals that professionals 

working with parents with learning disabilities often lack competence and confidence to 

respond adequately to their needs. 

1.2  Research aims and objectives: 

The aim of the project was to develop a Toolkit for the maternity services workforce to 

more effectively support parents who have learning disabilities. The objectives were: (1) To 

identify and evaluate policy, guidelines, research and resources that relate to maternity care 

for parents with learning disabilities; (2) To collect the stories of parents with learning 

disabilities: what is their experience? And what are their views of ‘what good looks like’ in 

maternity care for parents with learning disabilities; (3) To explore health and social care 

professionals’ experiences of working with parents with learning disabilities and what they 

perceive as challenges and opportunities to delivering care well; (4) To co-produce 

guidelines for ’what good should look like’ for the workforce and people supported by the 

workforce using both the experiences collected and existing relevant research; and (5) To 

translate the co-produced guidelines into a Toolkit and pilot it in a small sample of the 

maternity workforce to determine whether  it is ‘fit for purpose’. 

1.3  Research design: 

This project was designed as a mixed-methods service evaluation project, collecting data 

from an online survey and qualitative interviews with parents with learning disabilities and 

professionals who support them on the journey to parenthood and beyond. The project was 

underpinned by Appreciative Inquiry, an approach that focuses on identifying and building 

on good practice to further enhance services and organisations.    
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The inclusion of people with learning disabilities in both the project team and in the 

advisory group ensured that the Together Project was co-produced to be relevant and 

targeted to the issues of importance for parents with learning disabilities. 

1.4  Findings: 

A total of 16 key stakeholders were interviewed regarding their experience of maternity 

care: six health care professionals, six social care professionals, two parents with learning 

disabilities, and two informal supporters/carers of parents with learning disabilities.  These 

interviews were transcribed and thematically analysed (Braun & Clarke, 2006). No complete 

responses were received to our online survey. 

An overall finding of our analysis is the insight that good maternity care for parents with 

learning disabilities requires ‘A positive and proactive approach to identifying need; 

Reasonable adjustments to communication and providing information; and Professionals 

working together to support and enable parents.’  

Three descriptive themes, each with sub-themes, were constructed and support this overall 

finding: (i) Identifying need (requiring awareness of learning disabilities; thinking beyond 

existing diagnoses; assuming a positive attitude; and asking key questions); (ii) Preparing for 

parenthood (adjusting communication and information to meet individual needs of parents 

with learning disabilities; and adjusting time and space so parents are not rushed when 

information is shared and their engagement is meaningful); (iii)  Supporting the journey to 

baby and beyond (emphasising the importance of professionals working together; of 

building trust with parents; identifying and filling gaps in support needed by parents; and 

enabling parents to have a voice and be involved in decision making). 

Existing guidelines, research and resources that relate to maternity care for parents with 

learning disabilities were scoped and synthesised with the findings from our analysis.  This 

informed the collaborative development of a Toolkit and a Maternity Passport to support 

the maternity workforce to more effectively identify, prepare, and support people with 

learning disabilities for parenthood.   

The Toolkit and Maternity Passport were piloted with 20 health and social care 

professionals.  Views were sought regarding the acceptability, appropriateness and 

adoption of the resources.  Feedback was given via survey (16 responses) and a discussion 
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group (4 attendees). Resources were also reviewed and refined by our Experts by 

Experience, and the Together Project Advisory Group. 

1.5  Discussion: 

Findings from this service evaluation – the Together Project – confirmed that there are 

deficits in the maternity care of parents with disabilities.  The successful co-production of 

the Toolkit was an output from the project and contains guidelines, actions and reflective 

questions to support the maternity services workforce.  The Together Project delivered an 

additional resource within the confines of the allocated budget and time-line, the Maternity 

Passport.  This was developed in response to needs identified in our data. 

The Together Project sought key stakeholders’ views of ‘good’ maternity care services for 

parents with learning disabilities.  Health and Social Care Professionals were able to identify 

barriers to the delivery of good care to parents with learning disabilities.  The first - and 

arguably the most significant - barrier was felt to be how to identify whether a parent has 

learning disabilities. Midwives reported feeling unprepared and unsupported to identify 

which parents have learning disabilities.  The need for learning disabilities training was 

emphasised, as it has been in previous studies (Malouf, McLeish, Ryan, Gray, & Redshaw, 

2017), and the value of learning disability training pre-registration was reflected on by 

participants.  

Strategies to identify whether a parent has learning disabilities were shared and have been 

included in the Toolkit, but our data suggest that the barrier is broader than knowing the 

right question to ask. Interviews suggest some professionals are uncomfortable asking 

whether one or both parents have learning disabilities. We propose that practitioners would 

benefit from an opportunity to engage with parents with learning disabilities, to gain insight 

into how it feels to be asked, or not asked, important questions regarding their disabilities.  

Our interviews with parents with learning disabilities and their informal supporters/carers 

provide further evidence that parents with learning disabilities experience negative 

perceptions of their capabilities as parents (Gould & Dodd, 2014; Malouf et al., 2017; 

Theodore et al., 2018; Walsh-Gallagher, Sinclair, & McConkey, 2012). Unless a positive 

mindset towards the potential capabilities of parents with learning disabilities is adopted, it 

is likely that an avoidance of services and reluctance to disclose learning disabilities will 
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continue.  People with learning disabilities value a workforce with a positive attitude (Davies 

& Matuska, 2018), how to support and sustain this attitude requires deeper exploration.  

Together Project participants reported that suitable information resources were not always 

available for parents with learning disabilities. This is contrary to legal requirements and 

recommendations (NHS England, 2015, 2017; Office for Disability Issues, 2011; Public Health 

England, 2016) but supports previous research reporting a lack of accessible information in 

maternity services (Homeyard & Patelarou, 2018; Patient Experience Network & Change, 

2015). The Toolkit provides maternity services with the details of resources considered 

accessible by participants.   

As in previous research, time was commonly cited as a barrier to preparing people with 

learning disabilities for parenthood (Castell & Stenfert Kroese, 2016; Tarleton, Ward, & 

Howarth, 2006).  A specialist role in learning disabilities within maternity services may be 

one way of offering extra time to parents with learning disabilities.  

Our findings suggest that electronic records are not best practice for parents with learning 

disabilities who may find paper notes more accessible. The Together Project has produced a 

Maternity Passport to be completed with and held by parents with learning disabilities. This 

will enable consistent and individualised information sharing with professionals, as well as 

informal supporters/carers.  

Health and social care professionals are an important element of the support circle for a 

parent/parents with learning disabilities, but our findings suggest that inter-professional 

working and communication could be improved upon.  Inter-professional collaboration is 

essential as it is associated with positive outcomes for parents (Aunos & Pacheco, 2013; 

Castell & Stenfert Kroese, 2016). The Maternity Passport seeks to support inter-professional 

collaboration by enabling each professional to see who else is involved in parents’ support 

circle and to understand what has, or has not, been discussed with them.  The Maternity 

Passport will also support identification of gaps in support to alert professionals to 

necessary referrals.  

Relational continuity is thought to contribute to a positive birth experience for women 

generally (Dahlberg & Aune, 2013), and as such is recommended within ‘Better Births’ 

(National Maternity Review, 2016).  There are challenges to the continuity of care model 
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(Taylor, Cross-Sudworth, Goodwin, Kenyon, & MacArthur, 2019) but our findings suggest 

that this should be considered best practice for women with learning disabilities, 

acknowledging that trust could be more challenging for parents with learning disabilities 

who may be fearful of losing custody of their child (Höglund & Larsson, 2013b; Sheerin, 

Keenan, & Lawler, 2013).  

Parents with learning disabilities are less likely to raise their children than parents without 

disabilities. There are many factors that may inhibit a parent with learning disability from 

flourishing as a parent, and not all are able to succeed. But it should not be assumed that 

parents with learning disabilities will be unable to raise their child well, the focus should be 

on enabling parents with learning disabilities to be the best they can be, while safeguarding 

the interests of their child/ren. Those parents who do lose custody of their child/ren will 

require professionals to have appropriate knowledge and skills to respond effectively to 

their grief, but our findings suggest that this experience is currently unsupported.  

1.6  Conclusion: 

 These resources have been designed to build on and support the delivery of good practice 

and warrant further evaluation within maternity services to: determine their impact on the 

decision-making processes and behaviour of professionals working in maternity services; 

explore the barriers and facilitators to the implementation of resources; and evaluate the 

effect of resources on staff and parents with learning disabilities. 

The next stage of the Together Project is essential to ensure that our good work leads to 

positive impact in this area.  If parents with learning disabilities continue to receive standard 

preparation for parenthood, they are being denied a fair opportunity to succeed at raising 

their child/ren. 

The values within the Together Project Toolkit pave the way for more a values-based 

approach to the development of authentic partnerships with parents with learning 

disabilities. In most situations, it will be possible for parents and professionals to work 

together effectively so that parents can be the best they can be. Enacting the Toolkit values 

will support ethical practice. The TOGETHER project values are: Trust; Open-mindedness; 

Gentleness; Enablement; Time; Humility; Equality; and Respect. 
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2. Introduction 

It is estimated that 1.5 million people with a learning disability live in the UK (Mencap, 

2020), they deserve the same rights and choices as other people, including the right to be 

parents (Department of Health, 2001, 2010). If they choose this path, their journey through 

maternity services should be equitable to people without a learning disability. However, it is 

estimated that parents with learning disabilities are faced with poorer access to, and 

experience of, maternity services than other parents (Change & Patient Experience 

Network, 2016). 

South regional Health Education England Intellectual Disabilities programme commissioned 

the University of Surrey to lead a pilot project aimed at supporting maternity services to 

more effectively support parents who have learning disabilities.  The overall aim of this 

project was to develop and pilot a toolkit for professionals working in maternity services. 

This report outlines the stages of this project: scoping of policy, guidelines, research and 

resources that relate to maternity care for parents with learning disabilities; collecting and 

analysing the stories of key stakeholders (parents with learning disabilities, their informal 

supporters/carers and professionals who support them on the journey to parenthood and 

beyond); developing resources that respond to the needs identified by key stakeholders; 

and piloting the resources with health and social care professionals who work with parents 

with learning disabilities. This project makes recommendations for how to support parents 

with learning disabilities in the future.  

3. Background 

3.1 Inequalities within health and social care 

Across health and social care, inequalities for people with learning disabilities have been 

illuminated (Mencap, 2007). The current focus of policy is on transforming how the NHS 

treats people with a learning disability (Mencap, 2018). This transformation will require 

improvements in how people with  learning disabilities are identified within the system of 

health and social care (Heslop et al., 2013) as well as improvements in how care is delivered 

to people with learning disabilities.  This will involve doing things differently and making 

reasonable adjustments for people with learning disabilities.  Broadly speaking, reasonable 

adjustments include using simpler language or communication aids; allowing extra time for 
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appointments; and providing written information in an accessible format (such as easy 

read). The Equality Act (Office for Disability Issues, 2011) imposed a requirement to make 

reasonable adjustments to practice in situations where disabled people are at substantial 

disadvantage. This requirement is further supported by Public Health England (Public Health 

England, 2016) recommendations, and the Accessible Information Standard (NHS England, 

2015) which mandated all health and social care organisations to provide written and verbal 

communications in a form accessible to disabled people, including people with a learning 

disability. This standard has been reviewed and updated (NHS England, 2017) but, more 

training and resources are required for successful implementation (Mencap, 2018). 

Many of the changes required to ensure equity of healthcare for people with a learning 

disability depend on the involvement of NHS leaders and policy makers. However, 

implementing person-centred care also requires the support of the workforce. Findings 

from an on-line survey of 500+ health care professionals in 2017, suggest that healthcare 

professionals recognise the inequality of care experienced by people with learning 

disabilities in acute settings and the majority of professionals want more training and more 

practical resources to provide better support to people with a learning disability (Mencap, 

2018).  The introduction of mandatory learning disability and autism training for all health 

and social care staff is a significant move to addressing current inequalities in healthcare 

provision (Department of Health & Social Care, 2019). 

It is necessary to evaluate existing services and resources with a view to improving care 

provision for people with learning disabilities. There is a policy and legal imperative to 

ensure accessibility of services, specialist staff, and appropriate training, so that 

practitioners are able to provide optimal support to people with learning disabilities (Skills 

for Health, Health Education England, & Skills for Care, 2016).  
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3.2  Inequalities within maternity care 

An estimated 7% of people with learning disabilities go on to become parents (Mencap, 

2011).  In terms of overall births, it is estimated that 1 to 2% of babies are born to a parent 

with a learning disability (Patient Experience Network & Change, 2015); a small minority but 

one that equates to a significant number of parents, whose voices have been described as 

‘hidden’ (Change & Patient Experience Network, 2016). 

Women with a learning disability are among the least likely to report a positive experience 

of maternity care (Redshaw, Malouf, Gao, & Gray, 2013). Redshaw and colleagues 

conducted a secondary analysis of survey data (collected in 2010) including women across 

144 National Health Service Trusts in England.  This analysis revealed that, compared with 

non-disabled women, women with learning disabilities are less likely to report being spoken 

to in a way they can understand; being involved in decisions about their care; or receiving 

support as a result of contacting a midwife. Thus, it is perhaps unsurprising that significantly 

fewer women with learning disabilities reported having confidence and trust in maternity 

staff, compared to women without disabilities. Qualitative research involving parents with 

learning disabilities suggests that deficits remain in relation to the maternity experience 

(Change & Patient Experience Network, 2016). The unmet needs of fathers with learning 

disabilities have also been highlighted (Dugdale, 2017; Theodore et al., 2018). In addition to 

a poorer experience, maternity outcomes are also poorer for women with learning 

disabilities. A systematic review of research exploring the perinatal health of women with 

disabilities (Tarasoff, Ravindran, Malik, Salaeva, & Brown, 2020) indicated that women with 

learning disabilities have a significantly increased risk of hypertensive disorders of 

pregnancy and increased risk for caesarean delivery.  

Inequalities in care experience and outcome may be due to many factors, one of which is 

the provision of learning disability training/education. A recent review (Deshmukh, 2018) 

highlighted that training resources for health professionals are available but reported that 

none are considered adequate to meet the needs of practitioners who provide antenatal, 

birth and postnatal support for parents with learning disabilities. This review included a 

study that found 35% of midwives did not feel competent to identify women with learning 

disabilities (Beake, Clark, Turner, & Bick, 2013). Arguably, this is the first and vital step to 
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providing appropriate care for people with learning disabilities. A later survey of NHS trusts 

in England found that only 28% (21/74) reported availability of post registration training in 

learning disabilities (Homeyard & Patelarou, 2018). Whilst the core competency framework 

for learning disabilities may be helpful, it does not specify the training required for 

practitioners who deliver maternity care to people with learning disabilities. Mothers with 

learning disabilities state that there is a need for practitioner training to enable the 

workforce to be more aware of their needs and to avoid misjudgement (Malouf et al., 

2017). 

A lack of resources, or perhaps a lack of awareness of existing resources, may also fuel the 

inequalities experienced by parents with learning disabilities. In 2015, the Patient 

Experience Network and Change invited 107 participants from 80 different organisations to 

share the resources they use to support parents with learning disabilities (Patient 

Experience Network & Change, 2015). Easy read leaflets were the most frequently 

mentioned resource, but only a fifth of participants referred to using them.  This is 

supported by the survey of NHS Trusts in England which found fewer than a quarter (17/74, 

22.9%) reported availability of routine antenatal information in an accessible format 

(Homeyard & Patelarou, 2018).  Accessible resources to support the interaction between 

people with learning disabilities and maternity services have been developed and reported 

(Porter et al., 2012) but there is little evidence that such resources have been successfully 

implemented in practice.  

Other organisational resources also impact on the quality of maternity care provided to 

women with learning disabilities.  A lack of specialist midwives in disabilities, written 

protocols, or the provision of extra time for women with learning disabilities, were reported 

by the majority of NHS trusts in England (Homeyard & Patelarou, 2018).  

Specific guidance on working with parents with learning disabilities at a national level is 

limited.  Good Practice Guidance on Working with Parents with a Learning Disability was 

published by the Department of Health and the Department of Education and Skills in 2007 

(Department of Health & Department for Education and Skills, 2007) but fell into disuse.  

This guidance was updated in 2016 by the Working Together with Parents Network 

(Working Together with Parents Network, 2016) with the aim of raising the profile and 

application of the guidance but the impact of this has not been reported. The National 
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Service Framework for Children, Young People and Maternity Services (Department of 

Health & Department for Education and Skills, 2004) promotes a pathway of care based on 

the Care Programme Approach (CPA). As with the Good Practice Guidance on Working with 

Parents with a Learning Disability guidance, the CPA approach considers the individual 

needs of parents and calls for information to be given in a way that can be understood.  

Guidance appears consistent, but their impact requires evaluation.  

The National Maternity Review, ‘Better Births’ (National Maternity Review, 2016) sets out 

the vision for a maternity service in England that improves outcomes and reduces 

inequalities. There is little within the review that focuses specifically on women with 

learning disabilities, stating simply ‘people with learning disabilities would benefit from the 

option of accessing information in easy read format, and healthcare professionals taking 

time to ensure that they understand what is happening and the choices they can make’ 

(p.58). Despite this guidance on such reasonable adjustments, they do not appear to be 

commonplace in NHS Trusts in England (Homeyard & Patelarou, 2018; Malouf et al., 2017).  

Consequently, parents with learning disabilities continue to feel let down by services 

(Theodore et al., 2018). 

Health and social care professionals who work with maternity services acknowledge a lack 

of competence and express a desire for guidance on how to meet the needs of parents with 

learning disabilities (Castell & Stenfert Kroese, 2016; Walsh-Gallagher, Mc Conkey, Sinclair, 

& Clarke, 2013). Maternity care has been described as ‘slightly behind the patient 

experience curve in terms of personal ambition, vision and practical activities’ (Patient 

Experience Network & Change, 2015). Practitioners who provide support to parents with 

learning disabilities require guidance, resources and ethical values that enable them to be 

responsive and sensitive to parents’ needs and preferences. Interventions developed to 

support practitioners should be developed with key stakeholders with a focus on 

implementation to ensure that these interventions impact service delivery. 
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3.3  Aims and objectives 

The aim of the project was to develop a Toolkit for the maternity services workforce to 

more effectively support parents who have learning disabilities. 

The questions that were addressed: 

• What are key stakeholders’ views of ‘good’ maternity care services for parents with 

learning disabilities; and  

• How can good practice be built on so that the health and social care workforce are 

best supported to deliver care well? 

The Objectives sought: 

• To identify and evaluate policy, guidelines, research and resources that relate to 

maternity care for parents with learning disabilities;  

• To collect the stories of parents with learning disabilities: what is their experience? 

And what are their views of ‘what good looks like’ in maternity care for parents with 

learning disabilities; 

• To explore health and social care professionals’ experiences of working with parents 

with learning disabilities and what they perceive as challenges and opportunities to 

delivering care well;  

• To co-produce guidelines for ’what good should look like’ for the workforce and 

people supported by the workforce using both the experiences collected and existing 

relevant research; and 

• To translate the co-produced guidelines into a Toolkit to pilot in a small sample of 

the maternity workforce to determine that it is ‘fit for purpose’. 
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4. Methods 

4.1  Research design 

A mixed-methods service evaluation focused on collecting, analysing, and mixing both 

quantitative (on-line survey – closed questions) and qualitative (interview, and on-line 

survey open questions) data relating to experience during the antenatal, birth and early 

postnatal periods.  

4.2  Methodology 

The approach to service evaluation is guided by pragmatism (Feilzer, 2010). Pragmatism 

focuses on ‘solving practical problems in the “real world”’ (P8). Pragmatism embraces 

mixed-methods as beneficial in producing a complete picture of the phenomena being 

evaluated, allowing deeper interrogation of the questions being asked and developing initial 

findings. 

4.3  Appreciative Inquiry 

This project is underpinned by Appreciative Inquiry (AI), an approach that can be used 

within organisations to locate best practice and to bring about change. It requires a move 

from a problem-orientation to an appreciative stance. It involves ‘studying, exploring, 

actively searching out the best and focusing on what is good, strong, already working and 

being achieved in organisations (Carter, 2006). The approach was conceived and developed 

by Cooperrider and colleagues at Case Western Reserve’s school of Organization Behaviour 

(Watkins & Cooperrider, 2000).  

As an evaluation approach AI engages with and appreciates the perspectives of all 

stakeholders, identifies best practice and provides the opportunity to further enhance 

services and organisations. The project team selected an Appreciative Inquiry approach 

because it:  

• does not focus on problems and problem-solving but rather on what works well and 

on how things might be better;  

• has excellent potential to develop trust and meaningful collaboration with staff in 

pre- and post-natal care rather than identifying failings and blame; and  
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• contributes to the development of an appreciative learning culture where the 

project team works collaboratively with health and social care professionals working 

in pre- and post-natal care. 

As Carter et al. note ‘Appreciative Inquiry has a particular value in that it can set new 

benchmarks and best practices without compromising the participation, good will and 

morale of those involved in care delivery’ (Carter B. et al., 2003)(p.5). Barrett describes 

appreciative learning cultures as those that ‘nurture innovative thinking by fostering an 

affirmative focus, expansive thinking, a generative sense of meaning and creating 

collaborative systems’ (Barrett, 1995) (p.48). The approach comprises four phases: 

• Appreciate “What is” - the best of what had been 

• Imagine “What might be” 

• Determine “What should be” 

• Create “What will be” 

4.4  Identifying guidelines, research and resources that relate to maternity 

care for parents with learning disabilities 

In 2018, Deshmukh produced an evidence summary for Surrey and Sussex Healthcare library 

service (now incorporated into Health Education England) on care in maternity patients with 

learning difficulties, which included parents with learning disabilities. This comprehensive 

summary was the starting point for a scoping review to support our project.  

The search strings provided by Deshmukh were rerun on 28th October 2019 to identify 

articles published in the UK since 2010. A further 129 articles were identified. After the 

removal of 18 duplicates, the remaining 111 articles were screened. This updated search 

identified 3 relevant articles which were added to the project bibliography. A snowball 

approach, where the references for each document were screened, was then used to 

identify further literature and resources relevant to the project.  Additionally, a search of 

the grey literature was undertaken to source documents produced by organisations outside 

of traditional academic publishing, such as charities and not for profit organisations.  
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4.5  Collecting the experiences of parents with learning disabilities and their 

informal carers 

4.5.1 Recruitment 

Invitations to participate in the study were circulated to parents with learning disabilities 

and their informal supporters/carers via social media sites, through groups and charities 

related to people with learning disabilities, at learning disability focused conferences and via 

health and social care professionals already engaged with the evaluation. In addition, the 

Specialist Midwife for Learning and Physical Disabilities at the local NHS trust was 

approached. She agreed to share information about the project with parents she was 

working with.  Her support included ensuring consent issues were fully understood and by 

being a supportive presence during the interviews at parents’ request.  See Appendix 13 for 

a list of organisations and individuals who were sent/asked to share information on the 

project, including sharing with parents with learning disabilities and their informal 

supporters/carers. 

 

Inclusion criteria for parents with learning disabilities and their informal supporters/carers: 

 Parent with a learning disability; parent whose partner has a learning disability; or an 

informal supporter/carer of a parent with a learning disability;  

 Over 18 years of age; 

 Engagement with maternity services within the last 24 months; 

 Living within the UK. 

 

Exclusion criteria for parents with learning disabilities and their informal supporters/carers: 

 Parents whose youngest child is over 24 months old, informal supporter/carer of 

parent with a learning disability whose youngest child is over 24 months old. 
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4.5.2 Data collection 

Groups and charities were approached by the researchers to support recruitment.  Those 

who agreed were asked to share details of the service evaluation (including its webpage 

address) with their members on-line (via email, webpage, or social media posts such as 

twitter/Facebook) (appendix 1).  

The webpage included a brief overview of the service evaluation (in both written format and 

in a video of the Expert by Experience) and links to easy read (appendix 2) and standard 

(appendix 3) versions of a participant information sheet for parents with learning disabilities 

and their informal supporters/carers.  An audio version of the easy read information sheet, 

read by the Expert by Experience, was also available.  Contact details were provided for 

interested participants to ask any questions. The information sheet provided a link to the 

survey (appendix 4) for those potential participants who are interested to proceed on-line. 

The welcome page of the questionnaire ended with the instruction ‘If you agree to taking 

part in this project, please tick this box’, this will be taken as consent for survey completion. 

The on-line survey was live from December 2019 – March 2020. 

Parents with a learning disability and their families were also be invited to answer questions 

over the telephone either as an alternative to answering the on-line questionnaire or to 

augment their answers. This option was given on the information sheet, and again at the 

end of the on-line questionnaire.  Parents with learning disabilities and their informal 

supporters/carers were invited to take part in interviews from December 2019 to March 

2020.  

Formal consent was taken from all interviewees prior to the start of the interview. An easy 

read version (appendix 6) and a standard version (appendix 7) of consent were provided. A 

date for interview was set according to the needs and preferences of the interviewee.  A 

semi-structured interview schedule was used by the researchers (appendix 7). 

4.5.3 Online survey 

An on-line survey (appendix 4) was produced using the ‘Online Survey’ tool 

(https://www.onlinesurveys.ac.uk/), designed for education and public-sector organisations. 

The first version of the survey requested demographic data regarding the parent(s) with a 

learning disability (age, sex, ethnic group, health status, level of learning disability, parity, 

https://www.onlinesurveys.ac.uk/
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relationship status, and family circumstance) in line with data collected by the Care Quality 

Commission (CQC) in 2010, as reported in Redshaw et al. (Redshaw et al., 2013). Subsequent 

sections of this version of the survey then asked for information about experience of 

receiving support during pregnancy and, if appropriate, during the birth of the baby and the 

year beyond. Each section began with three closed questions using a 3- or 4- point Likert 

scale regarding the way in which they were communicated with, their involvement in 

decision making, and their view of the quality of support they received over all.   These were 

followed by open questions seeking information about the best example of support they 

had received during this stage and what was good about it, and the best possible support 

they imagine could be given to parents/parents to be in the future.  These questions are 

shaped by the ‘appreciate’ and ‘imagine’ stages of Appreciative Inquiry. The final section of 

the questionnaire invited participants to ‘tell us more about your experience’.  If 

respondents wanted to be contacted by the researcher for an interview they were asked to 

leave their name, telephone number, and email address.   

The online survey was simplified following consultation with three advisors with learning 

disabilities and a focused discussion within the second advisory group meeting. This new 

version of the on-line survey (appendix 5) went live on the website in February 2020. This 

version simply asked the participant to indicate their position (e.g. a parent with a learning 

disability, someone who supports a parent with a learning disability etc.) and then asked 

one open question about their experience of support during pregnancy and, if appropriate, 

during the birth of the baby and the year beyond. 

 

4.5.4 Interviews 

Interviews were conducted remotely.  The interviewees chose the most appropriate 

medium for their circumstances and whether they would prefer an audio only or 

audio/visual connection. With consent, the audio content of the interview was recorded.  

Interview questions were positively framed in keeping with an Appreciative Inquiry.  

The interview schedule for parents with learning disabilities and their informal 

supporters/carers (Appendix 7) mirrored the original survey but used probes to deepen 

understanding and the richness of the data. Participants were advised that the interview 
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would last approximately 45 minutes to an hour, to include time to build rapport.  This 

service evaluation focused on accessibility and in accordance with this, parents with learning 

disabilities and their informal supporters/carers were offered the interview questions prior 

to the interview so that they had opportunity to consider their answers in advance. 

 

4.6  Exploring health and social care professionals’ experiences of working 

with parents with learning disabilities 

4.6.1 Recruitment 

Invitations to participate in the study were circulated to health and social care professionals 

who support parents with learning disabilities via social media sites, charities, member 

organisations, and through existing contacts with the maternity workforce at the University 

of Surrey. Recruitment strategies mainly focused on engaging with midwives, nurses 

(including those with a focus on learning disabilities), health visitors, and social workers. 

 

Inclusion criteria for health and social care professionals:  

 Health and social care professionals who support parents during the antenatal, 

delivery or postnatal period;  

 Over 18 years of age; 

 To have engaged within the last 24 months with one or more parents with learning 

disabilities; 

 Working within the UK. 

 

Exclusion criteria for health and social care professionals: 

 To have had no engagement within the last 24 months with one or more parents 

with a learning disability. 
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See Appendix 13 for a list of the organisations/individuals who were sent/asked to share 

information on the evaluation with health and social care professionals who support parents 

with learning disabilities and their informal supporters/ carers. 

 

4.6.2 Data collection 

Targeted social media sites, charities, and member organisations were approached to 

support recruitment.  Those who agreed were asked to share details of the evaluation 

(including its webpage address) with their members on-line (via email, webpage, or social 

media posts such as Twitter/Facebook) (Appendix 9). Recruitment of health and social care 

professionals utilised snowballing techniques; interested participants were asked to forward 

details to their colleagues who may also be interested to read about the evaluation and 

potentially participate. 

The webpage included a brief overview of the evaluation (in both written format and in a 

video of the Expert by Experience) and a link to a Participant Information Sheet (PIS) for 

health and social care professionals (appendix 10).  Respondents who contacted the 

researcher to indicate they were interested in taking part in an interview were offered the 

opportunity to ask questions. If willing to proceed, they were sent a consent form (Appendix 

11) to sign and return, and a date was arranged for interview. 

Health and social care professionals were invited to interview from December 2019 to 

March 2020. Interviews were organised on a first-come basis.  Recruitment focused on the 

key professionals who support families through maternity services: midwives, nurses, health 

visitors and social workers. 

 

4.6.3 Interviews 

Health and social care professionals were offered a choice regarding the most appropriate 

medium for an interview.  For most this was the choice of a telephone interview or a Zoom 

interview which offered the possibility of an audio/visual connection.  If they were local and 

preferred to be interviewed in person, they were invited to the University of Surrey for a 

face-to-face interview. With consent, the audio content of interviews was recorded.  

Interview questions were positively framed in keeping with an Appreciative Inquiry. 
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The interview schedule for health and social care professionals (Appendix 12) explored 

experiences of working with parents with learning disabilities, probing on what currently 

works well and what could be improved to support the delivery of good care. Participants 

were advised that the interview would last approximately 45 minutes. 

 

4.7 The end of data collection 

On the 12th January the World Health Organisation confirmed the existence of a novel 

coronavirus named COVID-19. On the 23rd March 2020 Prime Minister Boris Johnson 

announced that new measures were being introduced to put the UK into a state of 

lockdown. As part of the ongoing measures taken to comply with national and international 

advice and guidance in relation to research work during the pandemic, the University of 

Surrey Research Executive met on the 25th March 2020, the Research Executive advised that 

all non-urgent work (i.e. not related to COVID-19) was not being supported by 

HRA/CRN/local trusts. They advised that all data collection involving NHS staff and patients 

was to be paused to prevent stress on our populations and health and social care systems.  

Our last interview was carried out on the 25th March 2020 (prior to notification of the 

Research Executive decision). This was effectively the end of our data collection, though 

fortunately we had acquired sufficient, robust data to work with by that time. 

 

4.8 Data analysis 

The intention was to use descriptive statistics to present the quantitative data collected by 

the on-line questionnaire and to combine the open text responses on the on-line 

questionnaire and qualitative data collected via interview for analysis.  Interviews were 

transcribed in full and qualitative data was thematically analysed (Braun & Clarke, 2006). 

Transcripts were read and reread, followed by systematic line-by-line coding.  Codes were 

reviewed and refined through constant comparison, then amalgamated, or sometimes 

expanded, to form themes. Two members of the project team (AC & TP) independently 

coded the data and discussed the development of themes. The data for each theme were 

collated and reviewed by a third analyst (AG) to ensure the viability of individual themes, 
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that they were clear and distinct from each other, and that they were underpinned by a 

unifying concept.  

Final themes represent data as a whole and inform best practice of ‘what good should look 

like’ for parents with learning disabilities (their informal supporters/carers) in maternity 

services and identify the barriers and facilitator to a positive experience of care (receipt and 

delivery).  

 

4.9 Data management 

All electronic data, including on-line surveys, were stored in accordance with the GDPR 

(2018) on secure Faculty servers, with access restricted to Dr Cox, Dr Parsons and Professor 

Gallagher only.   

Participants who were interviewed were allocated a unique code and a pseudonym to 

ensure that they were not identifiable. Consent forms contained the participant’s name and 

their unique code, these were locked separately from other data such as transcripts which 

only used the participant’s unique code and pseudonym. An electronic document linked 

each participant to their unique code/pseudonym, this was password protected.  

All paper documents were kept in strict confidence in accordance with current legislation 

and were locked in a secure room at the University of Surrey.   

Reported findings do not contain any identifiers, any direct quotes used to illustrate the 

findings use unique codes/pseudonyms. 

Interviews took place either by telephone or by Zoom video conferencing. Each interview 

was recorded on an encrypted portable audio recorder. Following the interview, audio 

recordings were saved on secure Faculty services and deleted from the portable recorder. 

Recordings were transcribed by The Typing Works (www.thetypingworks.com) which has a 

signed confidentiality agreement in place with the University of Surrey for this project. 

 

http://www.thetypingworks.com/
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4.10 Ethical considerations 

This service evaluation received a favourable ethical opinion from the University of Surrey 

Ethics Committee (UEC ref: FHMS 19-20 004 EGA). 

Five main ethical considerations related to this project: 

(1) Information-giving to people with a learning disability and their informal 

supporters/carers – An easy read PIS for people with learning disabilities (Appendix 

2) was prepared in collaboration with the Expert by Experience, and further 

developed by other people with learning disabilities and clinical and academic 

experts working in the field of learning disabilities.  An audio version of the 

information sheet was also available, read by the Expert by Experience. Information 

sheets were available via a link provided to potential participants via social media 

sites, groups, and charities related to people with learning disabilities and their 

informal supporters/carers. 

 

(2) The process of informed consent for people with a learning disability and their 

informal supporters/carers – In line with the information sheets, an easy read 

consent form had been prepared in collaboration with the Expert by Experience, and 

further developed by other people with learning disabilities and clinical and 

academic experts working in the field of learning disabilities (Appendix 5). Consent 

forms were only required for participants who were taking part in a telephone 

interview. 

 

(3) Promoting inclusion and respecting those who decline participation – It was made 

clear on the Participant Information Sheets for both parents with learning disabilities 

and their informal supporters/carers, and health and social care professionals, that 

participation is voluntary and that there will be no negative consequences from non-

participation. The interviews were conducted at a time most convenient to the 

participants.  The length of the interviews was determined by the preference and 

availability of the participants. Adverts for this service evaluation (Appendices 1 and 

8) were circulated as widely as possible with the support of relevant organisations. 

There was no restriction on participation in the survey and interviews were 
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conducted sequentially starting with the first person who expressed interest until 

sufficient numbers within each group were interviewed. 

 

(4) Promoting benefit and minimising harm from participation – The project team have 

experience of working with people with learning disabilities and are mindful that the 

topic has the possibility of causing an emotional reaction in interviews. If thinking 

about the care parents with learning disabilities receive made participants feel sad, 

they were able to stop the interview at any time. The participant information sheet 

directed participants to the learning disability helpline hosted by Mencap 

(https://www.mencap.org.uk/contact/contact_mencap_direct) or the Carers Trust 

(https://carers.org/our-work-locally) if they wanted to speak to someone about how 

they were feeling. 

 

(5) Safeguarding the rights and interests of participants and those they engage with as 

part of the project – The issue of confidentiality and exceptions to this were made 

clear on the Participant Information Sheets so any safeguarding issue would be acted 

on immediately using the University of Surrey’s ‘Child protection and adults at risk’ 

policy. 

 

https://carers.org/our-work-locally
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5. Findings  

5.1 Guidelines, research and resources that relate to maternity care for 

parents with learning disabilities 

There is a strong legislative foundation and proposed legislative support (such as the White 

Paper Valuing People) for work with parents with learning disabilities (Department of 

Health, 2001).  Some of it is relatively long standing but still in use, for example the Updated 

Good Practice Guidance (Working Together with Parents Network, 2016) quotes section 17 

of the Children Act 1989 (Children Act, 1989), the Human Rights Act (Human Rights Act, 

1998) and the Equality Act 2010 ("Equality Act," 2010), which all remain valid. This 

legislative foundation and proposed legislative support provide a framework of basic legal 

protections which exist and should be adhered to, when working with parents with learning 

disabilities.  Focusing particularly on the needs of parents with learning disabilities, this 

legislation covers: 

5.1.1 Policy and guidelines 

• The need to respect and protect an individual’s human rights, including the right to 

respect for private and family life and the right to enjoy family relationships  (Human 

Rights Act, 1998). 

• The right to be protected from disadvantage and discrimination ("Equality Act," 

2010) The safeguarding and welfare of children in need, with a duty to promote the 

upbringing of children by their families by providing appropriate services (Children 

Act, 1989). 

In 2001, “Valuing People: A New Strategy for Learning Disability for the 21st Century” was 

published. It provided a new vision for learning disability services based on the principles of 

rights, independence, choice and inclusion.  This was followed up by a report in 2009 

“Valuing People Now” which included a 3-year plan to improve the lives of people with 

learning disabilities and their families and covered all aspects and phases of life.   See  

Appendix 14 for a summary of the most relevant legislation and proposed legislative 

support. 
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Following on from this legislative foundation and proposed legislative support, guidance and 

guidelines have been produced by Government, professional bodies such as the Royal 

College of Nursing and related charities and not for profit organisations. Forming the basis 

of much of the later guidance are the 5 good principles of practice identified in the 2007 

good practice guidance on working with parents with a learning disability issued by the 

Department of Health and Department for Education and Skills (Department of Health & 

Department for Education and Skills, 2007) and still included in the 2016 update of this by 

the WTPN  (Working Together with Parents Network, 2016). The identified principles are: 

• accessible information and communication clear and co-ordinated referral and 

assessment procedures and processes; 

• eligibility criteria and care pathways; 

• support designed to meet the needs of parents and children based on assessments 

of their needs and strengths and long-term support where necessary; 

• access to independent advocacy.        

Later guidance includes the above principles, but also emphasise the need to include the 

views of parents with learning disabilities (NICE, 2010); the need for training (Harrington, 

2013) ongoing support, recognition of strengths as well as needs (SCLD, 2015) and good 

joint working (Royal College of Nursing, 2007; SCLD, 2015); See Appendix 14 for a summary 

table of the most relevant guidance and guidelines. 

 

5.1.2 Academic research 

There exists a substantial body of literature on parents with learning disabilities. It has been 

argued that the literature in this area can be divided into three phases of interest. Firstly, it 

has focused on the vulnerability of children born to parents with learning disabilities, then 

on parental adequacy and related training needs, with the third and current phase now 

focusing on the family in context, where researchers seek to understand the experiences of 

parents and the situational and contextual influences which can affect their wellbeing 

(Llewellyn, Mayes, & McConnell, 2008). This could be viewed as the focus of research 

moving from a purely individual level towards a broader level which encompasses the 



 

32 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

contextual and relational circumstances of the parent and an understanding of the 

maternity system they find themselves in. 

As the aim of the Together Project was to develop a toolkit to enable health and social care 

professionals to more effectively support parents with learning disabilities, it was important 

to understand the experiences of both the parents with learning disabilities and the 

professionals supporting them, therefore understanding the family in context and our 

literature search reflected this.    

 

5.1.2.1 The experiences of parents with a learning disability 

The 2016 systematic review of evidence on antenatal care provision for women with 

learning disabilities (Homeyard, Montgomery, Chinn, & Patelarou, 2016) identified 16 

papers, with the majority focusing on women’s experience of pregnancy and antenatal care. 

This review, which noted a steady rise in the number of women with learning disabilities 

who became pregnant and the poorer maternal wellbeing and pregnancy outcomes 

associated with them, used a systematic search strategy, with searches dating back to 1980 

followed by a three-stage textual narrative synthesis.  The four broad themes of their 

analysis and synthesis were “In the Family Way”, “Knowledge and Advocacy”, “Midwives 

Educational Needs” and “Midwives’ Attitudes”.  They concluded that parents with a learning 

disability struggled to understand antenatal information communicated during pregnancy 

which was often text based. The review recognised knowledge of partner (father) 

experiences as a gap in their review. This gap on knowledge of the experience of the 

partner, is also recognised in a University of Bristol report which looked at fathers with 

learning disabilities (rather than partners of a mother with a learning disability) and noted 

they are almost invisible.  The report recommended that fathers with a learning disability 

should be identified at a practice level and engaged in conversations about their emotions 

on becoming a father and their support needs (Dugdale, 2017). There are some excellent 

accounts of the experience of parents with learning disabilities,  (Mayes, Llewellyn, & 

McConnell, 2011) presents the findings of a phenomenological study into becoming a 

mother for women with intellectual disabilities where the women’s experiences suggested 

that their social networks were integral to their development of their mother identity. 

(Malouf et al., 2017) explored the lived experience of pregnancy, childbirth, prenatal and 
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postnatal care using in-depth semi-structured interviews.  This study concluded that women 

with learning disabilities could become confident and successful parents, but reasonable 

adjustments need to be made, especially around communication and adapting to individual 

needs.  

(Theodore et al., 2018) used semi-structured interviews with five mothers and three fathers 

and concluded that parents felt criticised by others who they felt unfairly questioned their 

competence as parents. The inclusion of fathers in this study is particularly welcome, given 

the issues around fathers with learning disabilities noted earlier. 

For a summary table of this literature see appendix 14. 

 

5.1.2.2 The experiences of the professionals supporting the parents 

The 2016 systematic review (Homeyard et al., 2016)  noted a paucity of articles looking at 

midwives’ knowledge and experience but those it did include noted maternity staff needed 

to make adjustments to communication, information and care. Midwives identified that 

they lacked knowledge in this area and wanted guidance on how to meet care and 

communication needs.  The report summarised and added to the knowledge in this area and 

identified gaps in the research.  The review highlighted research into midwives’ knowledge 

as a gap in their review. 

There are a number of interesting studies which report the viewpoints and experiences of 

midwives. An exploration of midwives’ experiences of caring for women with a learning 

disability used an Interpretative Phenomenological Approach (IPA) (Castell & Stenfert 

Kroese, 2016).  This study was small (n=9) but the use of IPA yielded some rich data, which 

concluded that midwives faced a lack of training and significant time constraints which 

meant they felt they could not spend the necessary time to meet the pregnancy needs of 

the woman with a learning disability. In addition, they felt unsupported to deliver adequate 

midwifery care and spoke of a lack of accessible support for pregnant women.  Interestingly 

they felt safeguarding proceedings were an inevitable part of women’s’ pregnancy 

experiences.  Other relevant studies highlighted the need for training and the difficulties of 

time constraints (Castell & Stenfert Kroese, 2016; Höglund & Larsson, 2013a; Wilson, 
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McKenzie, Quayle, & Murray, 2014); and the need to take into account the structure and 

quality of the wider support network of mothers  (Wilson et al., 2014). 

For a summary table of this literature see Appendix 14. 

 

5.1.3 Interventions 

Porter and colleague’s account of developing the pregnancy support pack for people with a 

learning disability, gives a good account of developing accessible resources for a typical 

pregnancy (Porter et al., 2012). They conclude that adapted resources are helpful in 

enabling parents with learning disabilities to access essential information about their 

pregnancy, to make informed decisions and support the interaction between parents and 

professionals resulting in a more effective and efficient care service. 

Beake et al.’s mixed methods study to develop and pilot a competency assessment tool to 

support the midwifery care of women with learning disabilities (Beake et al., 2013) was set 

in a large inner city maternity unit and comprised of a systematic narrative review of the 

literature together with focus groups and interviews with midwives and key experts in 

learning disability.  This was followed by the development and piloting of the tool.  The first 

phase of the study identified the need for support to develop the parenting skills of women 

with learning disabilities.  The development stage identified themes including the need for 

individualised care provided by a known midwife, the importance of communication skills, 

and a need for clear knowledge of the legislative framework.  The study concluded that the 

appropriate care of women with learning disabilities had been neglected in maternity 

services and a tool could aid assessment of midwifery competencies to support women and 

highlight where further education or development was needed. 
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5.1.4 Resources 

A number of resources are available for parents with learning disabilities and for 

professionals. 

Resources for parents with a learning disability include booklets, videos and apps.  The 

advantage of apps is that many young people, including parents with learning disabilities are 

familiar with them. They are easy to access, can be individualised, are easy to update and 

are available when needed (24/7).  One disadvantage of many of the apps available is that 

they are not specifically tailored to parents with a learning disability. In addition, a parent 

may not have access to a phone or tablet in order to use an app. It is important to recognise 

the strengths and the personal circumstances of the person with a learning disability and 

match the resource accordingly. 

 Professional resources include training courses which range from bespoke training provided 

by special parenting services, to training which can be undertaken via CD Roms and 

booklets. There is sometimes a cost involved.   

Additionally, organisations such as CHANGE (https://www.changepeople.org/) and 

Easyonthei (http://www.easyonthei-leeds.nhs.uk/) provide easy read resources which can 

be used when working with parents with a learning disability. 

For a summary table of resources available see Appendix 14. 

 

5.2 Key stakeholders’ view of ‘good’ maternity care services for parents 

with learning disabilities 

5.2.1 Participants 

A total of 16 key stakeholders were interviewed regarding their experience of maternity 

care: six health care professionals, six social care professionals, two parents with learning 

disabilities, and two support partners of parents with learning disabilities.   

From a healthcare perspective there was input from four midwives, two learning disability 

nurses (one who also had health visitor experience).  

From a social care perspective, involvement included one local authority Advanced Social 

Work Practitioner and one local authority Safeguarding Social Worker. From the not for 



 

36 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

profit/charity sector there was input from one Deputy Service Manager, one Support 

Manager and two Community Support Workers. 

All participants had experience of supporting a parent with a learning disability in the last 24 

months. 

The cumulative experience of the health and social care participants interviewed covered 

the whole maternity journey from pregnancy, through birth and the post-natal period to the 

first two years of life. Each participant was able to share the challenges and opportunities of 

supporting a parent with a learning disability. 

Two parents with learning disabilities and two informal supporters were interviewed.  

Both parents interviewed were mothers who had given birth within the last year.  One of 

the informal supporters was a friend who had supported the parent during the birth and 

afterwards, the second informal supporter had acted as the parent’s foster carer during a 

mother and baby placement. These interviews were able to convey the experience of a 

parent with a learning disability. Table 1 gives details of the participants by role, area of the 

UK where they lived, and the duration of the interview. 
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Participant  Role Area Interview length 

TTP001 Midwife Surrey 90 minutes 

TTP002 Advanced Social work Practitioner Greater London 30 minutes 

TTP003 Community Support Worker  Leeds and Bradford 40 minutes 

TTP004 Community Support Worker Coventry and 
Warwickshire 

38 minutes 

TTP005 Social Worker Surrey 30 minutes 

TTP006 Deputy Service Manager (non-
profit organisation) 

London 33 minutes 

TTP007 Community Support Manager Greater 
Manchester 

29 minutes 

TTP008 Midwife Suffolk 38 minutes 

TTP009 Midwife Sussex 27 minutes 

TTP010 Midwife Devon 27 minutes 

TTP011 Learning Disability Nurse Nottingham 33 minutes 

TTP012 Learning Disability Nurse and 
Health Visitor 

Surrey 36 minutes 

TTP013 Mother with learning disability Surrey  

40 minutes 

TTP014 Informal Supporter/Carer Surrey 29 minutes 

TTP015 Mother with learning disability Surrey  

35 minutes 

TTP016 Informal Supporter/Carer Surrey 23 minutes 

Table 1: Key stakeholder interviews 
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5.3 Themes 

One analytical theme emerged, encompassing professional, parent and informal 

supporter/carer views of what ‘good’ maternity care looks like for parents with learning 

disabilities.  The analytic theme has three descriptive themes underpinning it, each with 

subthemes. Themes and subthemes are displayed in table 2 and then reported on in turn.  

 

Descriptive themes Sub-themes Analytic theme 

Identifying need:  

‘Parents with a learning 

disability can slip through 

the net’ 

 

Learning disability awareness 

Thinking beyond a diagnosis 

Adopting a positive mindset 

Asking key questions 

Good maternity care for parents 
with learning disabilities 
requires: A positive and 
proactive approach to identifying 
need; Reasonable adjustments 
to communication and providing 
information; and Professionals 
working together to support and 
enable parents. 

Preparing for 
parenthood: ‘She 

needed to be treated 

differently to make it 

equal’ 

Tailoring communication 

Accessible information 

Adjusting time & place 

Supporting the journey 
to baby and beyond: 

‘I had all the support that I 

needed from people’ 

Working together 

Building trust 

Filling gaps in support 

Enabling parents 

Table 2: Themes and sub-themes  

 

5.3.1 Descriptive theme 1 - Identifying need:  

‘Parents with a learning disability can slip through the net’ 

Recognising when a person has a learning disability is not always easy.  This first theme 

brings together views about the importance of getting to know parents to determine their 

individual needs.  

The health and social care professionals we interviewed suggested that in their experience 

only a quarter of parents with learning disabilities will be recorded as having met the criteria 



 

39 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

for diagnosis based on IQ level and age of diagnosis. Parents may not have an official 

diagnosis but may still need support because they struggle to learn and retain new 

information and skills in a way that impacts on their day to day lives.    Even if a diagnosis 

has been made, this information will not necessarily be available to health and social care 

professionals.  Professionals reported feeling that many parents with a learning disability 

were failed at the very start of their journey to parenthood as their needs were not 

recognised, as one participant stated ‘parents with a learning disability can slip through the 

net and I think particularly people who have milder learning disabilities’ [TTP12 - Learning 

Disability Nurse and Health visitor].  If need is not identified it is unlikely that a parent with 

learning disabilities will be supported to reach their parenting capabilities. This descriptive 

theme has four sub-themes which illustrate participant views on how the needs of parents 

can be identified more effectively with an informed, flexible, positive and curious approach. 

 

5.3.1.1 Subtheme: Learning disability awareness 

Awareness of what a ‘learning disability’ is and how it may affect the way a parent receives 

information and support is an essential starting point. However, the majority of 

professionals interviewed for the Together Project referred to a lack of training [or 

education] regarding learning disabilities and how this might impact on parenting. Where 

training had been received, it was felt to be insufficient, for example: ‘it’s just a little bit of 

information, and then a couple of tick box questions’ [TTP08 - Midwife] or ‘probably talking 

20-40 minutes [of learning disability training] at most every year or so’ [TTP11 - Learning 

Disability Nurse]. Professionals voiced enthusiasm for training and role modelling of good 

practice, so they knew how to ‘get it right’ for parents with learning disabilities in the future. 

The role of learning disability nurses in increasing the awareness of other professionals was 

understood but not felt to be utilised within maternity services.  The limited exposure to 

training focused specifically on learning disabilities are highlighted in the following 

quotations from project participants: 

‘for me everything goes back to proper training..[..]..we all learn differently don’t we? 

But I’m very much someone that would like to spend some time with the learning 

disability nurses and see what their role involves and, and how they learn, you know. 

There’s obviously going to be some, some reading to do but it’s, it’s the actual 
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watching a professional interact with a person with a learning disability and getting it 

right’ [TTP10 - Midwife]; 

‘I only qualified two years ago, we had no training at all throughout our midwifery 

training, and then qualified, so for the first year we didn’t have any training at all, and 

then the second year we merged with another Trust who had an online package, but 

it’s literally a half an hour package about learning disabilities and autism, and 

deprivation of [liberties] ..[..]..it’s not ideal and it, you come away and you don’t really 

remember what you’ve read anyway because it’s just a little bit of information, and 

then a couple of tick box questions and then that’s it you know’ [TTP08 - Midwife]; 

‘certainly for the hospitals that I've worked in, and thinking about GPs and midwives, 

you’re probably talking 20-40 minutes [of learning disability training] at most every 

year or so. There’s not much you can get through in that time’ [TTP11 - Learning 

Disability Nurse]; 

‘every Trust has an acute learning disability specialist nurse, and they’ve been doing 

training to the general staff but not to midwives’ [TTP01 – Midwife]. 

 

5.3.1.2 Subtheme: Thinking beyond a diagnosis 

Varying definitions of a learning disability were discussed by participants with many 

referring to criteria for diagnosis based on IQ level and age when diagnosed. Professionals in 

maternity services spoke of accessing systems and ‘trying to marry up all of the records’ 

[TTP08 - Midwife] to see if the parent had a diagnosed learning disability. This subtheme 

describes the need to routinely consider whether a parent requires reasonable adjustments 

to be made, regardless of whether they are known to have a diagnosed learning disability. 

Thinking beyond a diagnosis also includes looking past other existing labels or classifications.  

Many of the interviewees referred to factors that can make identifying a learning disability 

challenging. Parents with learning disabilities may be young, in care, experience poor mental 

health or domestic abuse. These factors must be considered in addition to their disability 

rather than overshadowing their need for a different pathway of maternity care. This 

subtheme may be more relevant to healthcare professionals working within maternity 

services; midwives referred to having to identify a minority of parents with learning 
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disabilities from the entire spectrum of parents whereas professionals within social care 

reported engaging with parents because of their learning disability. The complexity of 

‘diagnosis’ and appropriate responses to need are highlighted in the following quotations 

from project participants: 

‘…about 50% of people with a learning disability will have mental health issues, they 

come with substance abuse sometimes, they come with domestic abuse, they might be 

teenagers, that there’s all sorts of confounding issues that, so they tend to get put 

under those specialist midwives, whichever issue flags up the most, but the one, the 

trouble is people aren’t seeing the bigger picture, that actually what encompasses 

everything is the learning disability’ [TTP01 - Midwife]; 

‘I worked with a lady only last week, no formal diagnosis, she’d got children, she was 

really struggling with understanding what her medical needs were, the ward were also 

struggling to get the right support, so I supported and we actually got the right 

outcomes for her in the end. So, I'm not very strict with regards to my referral criteria, I 

know some nurses are, but like I say, because I know that statistic that 15 of every 20 

don't have that formal diagnosis, I think, I think we need to be a little bit more lenient’ 

[TTP11 - Learning Disability Nurse]; 

‘..they’re trying to marry up all of the records with the system so, and quite often 

women come in for care and they tend to care, they don’t always have time to access 

their electronic record because everything is on paper, so unless they’re already known 

to us to have a learning disability we wouldn’t necessarily be able to go and check on 

the system, because we’re then in a room with them and then we’re caring for them, 

so unless it’s already flagged up in pregnancy we wouldn’t actually know [TTP08 - 

Midwife]. 

 

5.3.1.3 Subtheme: Adopting a positive mindset 

Recognition that a parent with learning disabilities may experience stigma and fear ran 

through the interviews.  Parents provided examples of specific fears such as the fear of 

judgement and fear of losing their child.  Professionals perceived these fears to prevent 

parents with learning disabilities from sharing important information with them.  One 
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parent with learning disabilities described feeling judged by staff before they had even met 

her.  Participants challenged the unfairness of a system where parents with learning 

disabilities had to prove their worth. Interviews with parents, informal supporters/carers 

and professionals suggested that there was a need for a positive mindset to be adopted and 

communicated, a mindset focused on strengths and capabilities and the belief that people 

with learning disabilities ‘can be good enough parents’.   

‘if you tell them anything, they’re going to take your baby away. And I think that is a 

massive stigma, particularly for learning disabilities.... Parenting is really hard, full 

stop. No matter who you are, parenting is, you know, a bit of a minefield and a bit of a 

scary experience and birth and all that sort of stuff. But to have a learning disability, 

you know, and the stigma and the lack of support that goes with that and the lack of 

understanding and equality, I think is really quite difficult. And I feel like, you know, 

equality rights have moved on massively for people in employment, you know, but not 

necessarily in parenting’ [TTP03 - Community Support Worker]; 

‘What’s not worked so well is proving that people can be good enough parents, 

because you do feel like they have to prove, where I never had to prove, I was just able 

to go and have my children and I’ve not had to prove that I'm good enough. So, I think 

that's, that's really sad that actually you give somebody a learning disability or 

learning difficulty, they have to prove their worth, and actually quite a lot of them are 

much better parents than most of us’ [TTP11 - Learning Disability Nurse]; 

‘they were expecting a mum who didn’t really care, they hadn’t sent [child’s name] 

name, and so they said, “You know, have you named him?” and she said, “Yeah, his 

name’s [child’s name],” they knew all that, and someone had told them that [Mother’s 

name] didn’t want to go there, so they were thinking they had a non-caring mum 

turning up, which was, you know, not the case at all’ [TTP14 - Informal 

Supporter/Carer]. 
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5.3.1.4 Subtheme: Asking key questions  

Professionals referred to uncertainty over whether some parents had a learning disability or 

not. A lack of clarity can lead to parents missing out on the preparation and support they 

need to flourish. To gain clarity it is necessary for professionals to ask parents key questions 

to determine their needs and how to meet them. Professionals reported suspecting that a 

parent had a learning disability but not exploring further. There was a suggestion that you 

needed to know an individual well to be able to ask directly if they had a learning disability.  

This may be indicative of a lack of confidence or a discomfort in enquiring about learning 

disabilities, possibly connected to a fear of causing offence. Unsurprisingly, the professionals 

who specialised in working specifically with people with learning disabilities felt confident in 

gaging whether a parent had a learning disability and were able to outline key questions 

that they would ask. If there was still any uncertainty having asked these key questions, 

consulting with the learning disability team was considered a useful next step. There was an 

emphasis on the importance of key questions being asked at the start of a parent’s journey 

through maternity services so that appropriate support could be given from the outset.  If 

these questions were asked later in the maternity journey it was felt that the system had 

failed the parent. Participants shared strategies which helped them to work more 

respectfully and effectively with parents with learning disabilities. 

‘..talk to them about their worries, find out a little bit about their history and ask them 

what they like doing because those could all be like quite indicative, you know, it can 

work out from just a few key questions, so it’s about taking that time and often to talk 

about things like about their broader life and not just about their health problems that 

they’re presenting with or you know, that kind of thing’ [TTP04 - Community Support 

Worker]; 

‘I’d probably ask, you know, “Is there anybody supporting you, have you got any, you 

know, have you got a Social Worker at the moment or have you…?”, I mean [sighs], if I 

knew her well enough, I probably would say, you know, “Have you got a diagnosed 

learning disability?” [TTP03 - Community Support Worker]; 

‘I’d be looking at questions like where did the person go to school, so if they left school 

with any qualification, special education, special needs school, other things like did 

they learn to drive, do they have a driving license, if they were in employment what 
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sort of employment it was. So yeah, those sorts of things, and I don’t think you always 

get a definitive answer from that, if I suspected somebody had a learning disability but 

didn’t have a diagnosis then with their agreement I would refer them to the learning 

disability team’ [TTP12 - Learning Disability Nurse and Health Visitor]; 

 ‘you have to be quite curious when working with parents so that you really do get a 

true kind of picture of what they do understand, otherwise it’s quite easy for parents to 

say “yes okay, that’s great, yes I understand”, when actually that their level of what 

they’ve understood can be quite limited’ [TTP06 - Deputy Service Manager - non-profit 

organisation]. 

 

5.3.2 Descriptive theme 2 – Preparing for parenthood:  

‘She needed to be treated differently to make it equal’ 

The second theme draws together participants’ perspectives on preparation for 

parenthood. For the majority of parents, access to a standard approach to parent 

preparation is sufficient. However, equal does not mean that everyone should be treated 

the same, hence approaches need to be adapted to meet the needs of parents with 

different needs.  The inequality of a standard approach across all parents is captured by a 

community support worker: ‘they’ve treated her like, you know, everybody else. But, actually 

she needed to be treated differently to make it equal’ [TTP03 - Community Support Worker]. 

The need to make reasonable adjustments when working with people with learning 

disabilities is understood, however,  participant narratives suggest these adjustments are 

not always made  in maternity services.  Unless people with learning disabilities are 

prepared for parenthood in a way that is meaningful to them, they are not receiving fair 

opportunity to succeed at raising their children. The descriptive theme ‘preparation for 

parenthood’ has three sub-themes which illustrate participant views on how 

communication, information and the time and space allotted to preparation for parenthood 

need to be adjusted.    
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5.3.2.1 Subtheme: Tailoring communication 

Health and social care professionals described how choices regarding commucation can 

demonstrate respect, or a lack of, for the parent with learning disabilities. Concern was 

expressed around striking the right balance between tailoring communication so that it is 

clear but not infantilising people with learning disabilities by speaking in a childish or 

patronising manner. Offering choice, checking understanding and creative delivery of 

information were all recognised as positive approaches to ensuring good communication. 

Parents with learning disabilities expressed confusion when professionals used long words 

or spoke too quickly but looked to other people in their support network to provide clarity, 

emphasising the need for professionals to check understanding at the point of information 

delivery. The value of checking that information had been meaningfully understood was 

powerfully demonstrated by several stories involving parents with learning disabilities 

processing information in its literal form. As one midwife explained, ‘little nuances, 

colloquialisms’ are interpreted in context for most but to a parent with a learning disability 

who may take the information in its literal form the communication may ‘..you know, be 

terrifying’ [TTP10 - Midwife ] or in one midwife’s example, failure to check understanding 

contributed to a baby being stillborn. 

Communication may be most meaningful if it is complemented by a creative approach to 

sharing information. Practical and physical demonstrations that were fun and involved 

miming, role playing, and games were suggested as more successful communication 

strategies that could and should be employed with parents with learning disabilities.  

‘obviously they used their like long words and different ways to describe things, but 

other people put it into a form that I could like understand it’ [TTP13 - Mother with a 

learning disability]; 

‘one of them was talking really fast and confused me..[..]..One of the nurses was 

talking really fast...[..]..I don't like people talking fast’ [TTP15 - Mother with a learning 

disability]; 

‘I put EMLA cream on her arm to deaden it and I, she rubbed it on her nose and I said 

to her, oh no don’t rub it on your nose, it’ll go dead, and literally she took me so 

literally that she thought her nose was going to fall off. So it’s just those little things, 
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you know, the little things but they are massive, to you and I, you know, they’re little 

nuances, colloquialisms, but to a woman with a learning disability that can, you know, 

be terrifying’ [TTP10 - Midwife]; 

‘a lot of parents will struggle with reading and writing so we can’t just expect that 

they’re going to sit down and kind of do those tasks or, yeah, be able to complete 

forms. So then it’s about looking at role-modelling, you know, lots of kind of practical 

resources, and that might be as simple as kind of having a baby doll and mirroring 

what they might be doing with their baby so that they can actually see and watch 

what’s happening’ [TTP06 - Deputy Service Manager non-profit organisation]. 

 

5.3.2.2 Subtheme: Accessible information 

Unsurprisingly, health and social care professionals emphasised the value of providing 

parents with learning disabilities with information in an accessible format, with many 

refering to the value of easy read resources.  However, many professionals reported not 

having time to source suitable resources to share with parents with learning disabilities.  

The additional benefit of information being personalised was expressed by both 

professionals and parents.  One participant reminded of the importance of communication 

being ‘individualised’ and tailored to the needs of the particular person. Digital technology 

‘app’ resources were described as offering accessible and personalised information but 

limited access to the internet experienced by some people with learning disabilities was 

acknowledged as was a preference expressed by many in the learning disability community 

to have information provided in a paper format. ‘Writing things in their own words’ [TTP05 - 

Social Worker] was an approach adopted by one professional to ensure that the parent truly 

understood and could share with others the information being provided. 

‘Accessible information’ encompasses more than the value of a parent receiving information 

in an understandable format.  It also highlights the value of enabling a parent to have 

continued access to the information in their own home; to reflect on and make sense of 

information as and when they choose.  Paper records which include information on and for 

parents were suggested as an empowering innovation approach, enabling a parent-led 

sharing of personalised information with professional and informal networks.  Personalised 
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preparation for parenthood could therefore be supported by the availability of consistent 

and individualised information as well as permiting any gaps in information provision to be 

identified and actioned. A person-centred approach is critical and care should be taken not 

to make assumptions or undermine the dignity of the person by being patronising or 

assuming understanding. 

‘I wasn’t really aware of what resources were out there really to be honest, and being 

so stretched in the role it, there was almost, there was no breathing space to go and 

look for anything, so I think that that’s kind of a gap in the service’ [TTP12 - Learning 

Disability Nurse and Health Visitor]; 

 ‘it’s no good writing in the jargon and the professional angles we like to use, I will talk 

to the parent about the worry and then I will ask the parent how we could write that 

so that she would understand and would be able to explain that to her family. So 

writing things in their own words’ [TTP05 - Social Worker]; 

‘every parent who comes in will have kind of different needs, a different ability to learn 

and take on information, and so we really have to work with them to make sure that 

it’s going to suit them and that it’s something that they can take home and continue to 

work with’ [TTP06 - Deputy Service Manager non-profit organisation]; 

 ‘Basically you have to create a woman, like put name her, like put clothes on her, just 

like you can like videos on like feeding, like what you can do with him, information, like 

you can ask her questions, you like have, if you had any concerns you have like 

someone you can talk to 24/7, and breastfeeding, bottle feeding, anything you want to 

know she, this app has it all..[..].. I read like about bottle feeding, breastfeeding, like 

any like, just any information that you want to put in or ask it, it basically tells you, so I 

would recommend it to anyone’ [TTP13 - Mother with a learning disability]. 

 

5.3.2.3 Subtheme: Adjusting time & place 

Professionals taking part in the Together Project highlighted that good care for parents with 

learning disabilities requires adjustments to the time and place in which preparation for 

parenthood is delivered. While the perceived value of these adjustments was clear, 

narratives suggested that they were not routinely provided.  Language such as ‘luxury’ and 
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‘beauty’ were used around allowing extra time for parents.  Maternity staff reported feeling 

the pressure of high caseloads, a lack of time and busy waiting rooms resulted in 

consultations being rushed. A Learning Disability Nurse praised her manager for enabling 

her to have the flexibility required to spend time with parents with learning disabilities.   

Participants suggested adjustments that could benefit parents with learning disabilities in 

preparing for parenthood, including, extra time to become more familiar with the ward or 

birthing unit before the birth, or extra time in classes to prepare for birth and beyond, or 

one-to-one preparation classes within the home.  While these adjustments were described 

positively, the discussion around these personalised preparations for parenthood felt 

aspirational rather than the reality, for example, challenges were described for people who 

live outside the catchment area.  The stories of health and social care professionals suggest 

they do not expect all parents with learning disabilities to experience adjusted antenatal or 

postnatal classes.  

‘additional time could, yeah, that could be challenging and I think we inadvertently you 

know, we rush things because we feel the pressure of a full waiting room’ [TTP09 - 

Midwife]; 

 ‘we’ve got the beauty of having longer appointments than the community midwives, 

we work with the families and, you know, about reasonable adjustments, about what, 

what we can do to make life easier for you, you know, whilst you’re going through this 

whole journey really’ [TTP10 - Midwife]; 

‘they’re very much smaller groups, like I say, and it’s over a much longer period of 

time, and they have two family support workers generally who run those, so they’re 

much able to be individualised and take questions and explain things in a way that 

people can understand. So, some of my girls haven’t been able to access those at all, so 

the family support workers have gone and done those one-to-one in their home, which 

has been amazing, I mean you can’t ask for a better service than that’ [TTP01 - 

Midwife]; 

‘..we do have a vulnerable women’s team that works in a specific area and for those 

women with learning disabilities they offer antenatal care, antenatal like parenting 

care, so somebody goes to their house once a week, because women quite often don’t 
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like to go to groups..[..].. so, for women in that team they do then have that support in 

the postnatal period, but for quite a lot of women they don’t have that support 

because they live out of the catchment area for that team’ [TTP08 - Midwife]. 

 

5.3.3 Descriptive theme 3 – Supporting the journey to baby and beyond:   

‘I had all the support that I needed from people’ 

This third and final theme draws attention to experiences of poor support networks and an 

experience of feeling socially isolated. Sadly, such experiences are not uncommon for 

people with learning disabilities.  For the majority of parents, support that recognisies 

individual needs is essential for  a good experience of the journey to having a baby and 

beyond. However, the role and requirements of this support are more complex for parents 

with learning disabilities who may not have ‘people to fall back on’ in their everyday life.  

The network of professional support surrounding parents with learning disabilities is more 

complicated and a parent may be cautious to receive support within a context where they 

are fearful of not being able to raise their child.  This final element details a positive 

approach to supporting the journey to parenthood for people with learning disabilities.  This 

theme has four sub-themes that illustrate participant views on the importance of a 

complete circle of support requiring professionals to work together to empower parents, 

whilst ensuring safety and protection issues are addressed and recognising that familiarity 

and trust are essential elements of providing  support for parents with learning disablities.   

 

5.3.3.1 Subtheme: Working together 

Different professional groups, from health and social care, are involved in the journey of a 

parent with learning disabilities to birth and beyond. If these professionals work together 

the network of professional support could be protective of both parent and child.  However, 

it was suggested that ‘each professional has their own agenda’.  Midwives were very 

positive about interprofessional support and its benefits, both in terms of supporting each 

other, and strengthening the support to parents. All positive examples, shared by 

participants regarding interprofessional working, were from health care professionals. 

Interviews suggested that working together and sharing information was more difficult 
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when different sectors were involved, for example, across health care and social care, and 

across child and adult social care (although no professionals working in child social care 

were interviewed for this study). Successfully supporting a parent with learning disabilities 

requires good communication processes, a united circle of professional support, a holistic 

approach and a common agenda that recognises the support needs of the entire family. 

Working together across health and social care, and adult and children’s services, could 

enable assurances that duties around safeguarding and well-being have been fulfilled. 

‘I think what, what looks good in all of the cases that I've worked with, was the 

partnership between myself, midwife, the hospital midwives in the Birthing Units, all of 

the pre-planning meetings, even safeguarding midwives, they’ve always been really 

really good, but again, that's coming from a health perspective. The support that we 

all manage to do for an individual with a learning disability, whether or not it was 

formally diagnosed or not, and everybody wanting to put the right information into 

place to give both mum and dad good support, that's worked really really well’ [TTP11 

- Learning Disability Nurse]; 

‘overall it was just ensuring as well that everyone was sort of linked up with each 

other, because I think sometimes, you know, with parents with learning disabilities 

they might have lots of different people involved, so their parent might have a Social 

Worker, their child or unborn child might have a Social Worker, and then they’ve got 

the hospital person, they might have previously had community learning disability 

team involved, so it’s, I think part of it as well is with the person’s permission, ensuring 

that everyone’s keeping up communication’ [TTP12 - Learning Disability Nurse and 

Health Visitor]; 

‘I don’t think the midwives knew that [Learning Disability Nurses] existed, and so that’s 

something that, like I say bringing the acute nurses in to educate the midwives, that 

telling people that they exist, I think is very useful’ [TTP01 - Midwife]. 

 

5.3.3.2 Subtheme: Building trust 

The importance of a support network that is familiar and trusted was emphasised by all of 

the parents and informal supporters/carers who were interviewed.  They explained this as a 

preference for feeling understood or simply not liking change. This may indicate that feeling 
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safe, supported and understood are powerful and important ways to improve the maternal 

experience of parents with learning disabilities. Every professional interviewed perceived 

trust and rapport as important to successfully supporting parents with learning disabilities.  

However, professionals didn’t describe the value of trust in terms of how it made the parent 

feel rather that it was an aid to communication and learning. Many professionals will play a 

role in supporting a parent with learning disabilities but interviews suggest that the 

importance lies on there being one consistent professional. 

‘I don’t really like, I obviously am talking to like some people, I’m quite, I don’t know, 

just me in a way, I prefer to talk to someone that I know that would understand me’ 

[TTP13 - Mother with a learning disability]; 

‘someone they can fall back on and say, you know, well I didn’t understand that, what 

are they on about..[..].. someone they trust and someone they know is going to 

understand the information as well, and explain it to them more in a level they 

understand’ [TTP14 - Informal Supporter/Carer]; 

‘I think something that really worked and kind of working with that parent is that we 

were able to build up a really trusting relationship with her, and that’s something that 

with parents with learning disabilities really supports them to be able to take on 

learning’ [TTP06 - Deputy Service Manager non-profit organisation]; 

‘the better they know you and trust you, the more they will disclose, the more they will 

tell you, the better you can get to know them and know how to individualise things and 

support them, the better everything will go and the more chance they have at passing 

that assessment and staying with their baby, otherwise we’re just setting them up to 

fail’ [TTP01 - Midwife]. 

 

5.3.3.3 Subtheme: Filling gaps in support 

The difference that a complete network of support can make to a parent with learning 

disabilities was reflected on by one parent.  She compared her previous experience of 

postnatal depression, when support had been lacking, to her recent and much more positive 

experience of motherhood where she felt she had the support she needed. An informal 

supporter/carer described how they could recognise unmet support needs but were 
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unaware of how to fill them. The responsibility falls to indvidual professionals to identify the 

areas where a parent lacks support, rather than this being embedded systemically. Many 

examples were given by professionals of areas where they had idenitified a gap in support: 

someone to attend appointments with them, a ‘mothering’ role model, a birth partner, 

respite from caring for a baby, breasfeeding support, someone to go to a playgroup with, or 

an advocate through a child protection case.  A holistic apporach to supporting parents with 

learning disabilities was felt to be best practice, this doesn’t involve replicating the support 

they already have but finding and filling the gaps.  Best practice was felt to be limited by 

awareness of and access to supportive resources, this involved looking to the third sector 

and localised provision meant parents could experience a postcode lottery. This raises the 

question of whose responsibility it is to support parents with learning disabilities.  There 

appears to be a gap and there is a possiblity  parents with learning disabilities could fall 

through this gap.   

 ‘I’ve got really bad postnatal depression after my third child, and this time obviously 

it’s like completely different, where I had all the support that I needed from people’ 

[TTP13 - Mother with a learning disability]; 

‘I think she could probably do with some extra help. She does need a lot of encouraging 

to do things, quite a bit of prompting. I don't know what is available to ask for’ [TTP16 

- Informal Supporter/Carer]; 

‘I suppose something we’re often faced with is the parents we work with have really 

limited support networks as well, so it doesn’t kind of even exist within their family 

support network so we are primarily reliant on those kind of professional networks 

that exist outside of that. And so when we can’t find those parenting courses, when we 

can’t find those people who are able to come in and support parents, you know, the 

options are limited and that’s really sad’ [TTP06 - Deputy Service Manager non Profit 

organisation]; 

‘If you’ve got a learning disability you’re more likely to be isolated and you perhaps 

don’t have those support networks around you that kind of help you giving decent 

advice and how can you find places where you can go and you’re perhaps not 

confident to like mix with other parents, so it was kind of helping people through all of 
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that, making sure that they’ve got people around them that can help them if they get 

into crisis or if they have and they need advice on anything, you know, making sure 

that they’ve got good relationships with professionals that are in their lives, like 

midwives etc. making sure that they’ve got good relationships with their GP, helping 

them advocate for themselves with health professionals and stuff..[..]..not replicating 

the support that someone’s getting but just finding the gaps really and sort of fitting in 

where there’s things missing’ [TTP04 - Community Support Worker]. 

 

Our interviews with social care professionals highlighted a gap in support.  A high 

percentage of parents with learning disabilities have their children removed and social care 

professionals expressed concern that the system is not providing support to parents at this 

challenging time.  

‘Once the child’s removed then it’s no-one’s, no-one’s problem in a way, you know, 

there’s no other professionals to keep working with them [TTP02 - Advanced Social 

Work Practitioner]; 

‘They aren’t getting any support, they’ve lost their baby because of their learning 

disability, there’s no other reason that they’ve lost it, you know, and there is nobody 

that is going to help them grieve or help them through that process. And I think that 

that is a massive gap.’ [TTP03 - Community Support Worker]; 

‘We’ve often as an organisation thought there’s a real big miss around parents with a 

learning disability who have children removed’ [TTP07 - Community Support 

Manager]. 

 

5.3.3.4 Subtheme: Enabling parents 

Parents need to be at the centre of their journey to parenthood, while they need a safety 

net of support this should enable the parent rather than control them. One participant 

described health and social care professionals as ‘problem solvers’ with a tendency to tell 

people what to do, recognising that professionals may need to reflect on their instincts and 

step back.  In the context of supporting care for the baby, professionals described that an 

enabling approach was about working  alongside people and not telling them what to do. 
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However, participants mainly spoke of enablement, or a lack of, in terms of information 

provision. Parents, informal supporters/carers and professionals all refered to information 

being witheld from parents on the assumption that they wouldn’t understand.  One parent 

shared her experience of a professional not taking the time to provide explanations she 

could understand. What she wanted was time and privacy. 

In addition to being denied information, parents with learning disabilities were also 

described as being denied ‘a voice of their own’ in meetings that were not organised to be 

truly accessible to people with learning disabilities.  To truly enable a parent with learning 

disabilties the professionals involved in their network of support need to adopt a positive 

mindset focusing on the strengths and capabilities of people with learning disabilities, make 

reasonable adjustments to standard preparations for parenthood and believe that with the 

right support in place they may flourish as parents. 

‘she basically told (informal supporter/carer) that I didn’t like understand it, I wasn’t 

sort of, didn’t take it in basically..[.]..[I would have liked] for that person to have sat me 

down to have pulled the curtains round, to have explained it, where I found she didn’t’ 

[TTP13 - Mother with a learning disability]; 

‘they would tell her what was happening, but didn’t ask her, she was told’ [TTP14 - 

Informal supporter/carer]; 

‘I think we should have made the meetings more accessible. So often the conversations 

are between professionals and between the mum’s family but not, not sort of directly 

with her, I felt like she wasn’t involved enough in the meetings or to have a voice of her 

own really’ [TTP02 - Advanced Social Work Practicioner]; 

‘if we’re involved in delivering professional services for parents then we are often the 

kinds of people that, you know, we really care about other people and we’re often like 

problem solvers, that’s what we do so in that kind of situation we want to solve the 

problem, we want to... So she was being told what to do a lot but of course if you’re 

like a woman whose been disempowered in a controlling relationship the last thing you 

need is to be controlled by somebody else, you need support to find your own way 

through what’s happening to you and be empowered to make your own decision’ 

[TTP04 - Community Support Worker]. 
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The themes and subthemes above support one analytic theme: Good maternity care for 

parents with learning disabilities requires: a positive and proactive approach to identifying 

need; reasonable adjustments to communication and providing information; and 

professionals working together to support and enable parents. The thematic analysis of 

participant interview data has supported the importance of each element of this analytic 

theme.  Each element of care requires action and reflection to ensure that parents with 

learning disabilities are receiving maternity care that enables them to reach their potential 

as parents.  

Identifying what ‘good’ looks like in maternity services is only the first step in improving the 

experience of parents with learning disabilities.  On-going evaluation of care is essential, and 

user feedback in determining whether good maternity care is delivered is vital. A social 

worker participant suggested during an interview: ‘it would be good if a group of learning 

difficulty parents or people come together and..[..].. tell us what was the most undermining 

thing we did, what was the best thing, how we can talk and how we can best offer 

information and what they found useful’ [TTP05 - Social Worker]. The Together Project 

analysis has highlighted the importance of working together with people with learning 

disabilities, and the professionals who support them. This colaborative approach to ensuring 

good care must be continued through evaluation of care. 

6. Co-production 

All materials for this service evaluation were produced in collaboration with the expert by 

experience and further developed by other people with learning disabilities and clinical and 

academic experts working in the field of learning disabilities.  

The inclusion of people with learning disabilities in both the project team and in the 

advisory group have ensured that this service evaluation is co-produced to be relevant and 

targeted to the issues of importance to parents with learning disabilities.   

To ensure meaningful co-production, the research team followed the guidance of INVOLVE, 

part of the National Institute for Health Research, which aims to support active public 

involvement in NHS, public health and social care research. They note that the key principle 

in co-producing research is the sharing of power in key decisions, and that relationships 

need to be valued, developed and maintained with efforts needed to address power 
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differentials (Hickey, 2018). Our project team included a father with learning disabilities and 

the advisory group included a mother with learning disabilities. The advisory group also 

included three representatives from a nearby residential care service for people with 

learning disabilities.  The advisory group met on four occasions and all aspects of the project 

from recruitment to the development of the Toolkit and Maternity Passport were discussed.  

All materials for the meetings, from agenda to meeting notes were produced in easy read 

format. Advice from the Social Care Institute of Excellence (www.scie.org.uk) was followed 

to ensure the meeting was as accessible as possible including building rapport, encouraging 

all participants to engage and using a traffic light system where a person can show a Red 

card if they have something to say, a Yellow card if they would like someone to slow down 

and explain something again and a Green card to agree with what is being said.  

Unfortunately, due to the COVID-19 pandemic the last two meetings were held by Zoom as 

it was recommended that face-to-face meetings should not take place.  Our representatives 

from the residential care service did not want to join a Zoom call but we liaised with their 

support worker and ensured meeting information and notes were sent to them and they 

had the opportunity to send feedback.  

Our Expert-by-Experience offered additional support via telephone/Zoom during the stages 

of analysis and dissemination to ensure that the resources developed were fit for purpose 

and delivered impact.   

http://www.scie.org.uk/


 

57 | P a g e                       T o g e t h e r  P r o j e c t  –  F i n a l  R e p o r t   

 

7. Development of the Toolkit and Maternity Passport 

One of the aims of our project was to synthesise the findings from the thematic analysis of 

our interview data with relevant literature from the scoping review. This informed the 

development of the Toolkit, guidelines and Maternity Passport.  The process is illustrated in 

the diagram below: 

 

 

Project Scoping Stage

Project Development 
Stage

Evidence Base
This is gathered from the 

UK literature and 
evidence base

Stakeholder Engagement
Advisory Group, 

Interviews, Focus Group, 
Online Survey

Findings from the evidence base and stakeholder engagement are themed to 
draft guidelines , toolkit and passport

Advisory group 
input

Advisory group 
input

Draft documentation produced for approval by the advisory group

 
 

There is a substantial body of literature on the experiences of and issues facing parents with 

learning disabilities.  The literature from the scoping exercise described in section 4.3 was 

analysed and an evidence synthesis was undertaken, where evidence is collected, appraised 

and summarised.  The evidence base and the stakeholder engagement together influenced 

the production of the Toolkit and Maternity Passport. 

The Toolkit consists of a set of guidelines which proposed that good maternity care for 

parents with learning disabilities required a focus on three key areas: Identifying need; 

Preparing for parenthood; and Supporting journey to baby and beyond.  Values were drawn 

up to underpin the guidelines. For each of the three elements of practice the Toolkit 

provides a practice discussion followed by actions to complete and questions for reflection 

and discussion.  At the end of the Toolkit there are relevant resources or “tools” to support 

the delivery of good care for parents with learning disabilities.  
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The Maternity Passport which accompanies the Toolkit details information about the parent 

with learning disabilities, together with information about their journey through maternity. 

In an accessible easy read format, it gives details of personal and professional contacts of 

the parent, information on their communication and support needs, together with their 

antenatal and postnatal preferences. 

 

8. Piloting of the Toolkit and Maternity Passport 

The Toolkit and Maternity passport were sent out to advisory group members with 

arrangements made for them to either feedback by email or at the next advisory group 

meeting on the 20th May. The advisory group (detailed at the beginning of this report) 

benefited from input from an expert by experience, parents with learning disabilities, 

people with learning disabilities, health and social care professionals and academic 

researchers.  All comments from the advisory group were collated and adjustments were 

made to the guidelines, Toolkit and Maternity Passport (Appendix 15). 

In line with the objectives identified in the protocol, the Toolkit and Maternity Passport 

were piloted in a small sample of the maternity workforce to determine if they were fit for 

purpose. There were two strands to the piloting of the Toolkit and Maternity Passport.   

The first strand consisted of an online survey aimed at the maternity workforce. The 

anonymous survey collected basic demographic information, ascertaining professional role, 

length of work experience, county in England in which they work, and whether they have 

ever supported a parent with a learning disability.  The survey then signposted participants 

to links to the Toolkit.                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                               

Participants were asked questions regarding the toolkit, covering clarity of presentation, 

whether it was logical and easy to navigate, whether it would give confidence in identifying 

and supporting a parent with a learning disability, whether it would be useful in their 

professional practice and whether they would recommend it to others. The questions were 

asked using a five-point Likert scale allowing participants to indicate how much they agreed 

or disagreed with each statement. This was followed by a free text section where 

participants could suggest changes to the Toolkit.  Participants were then directed to a link 

to the Maternity Passport, with similar questions asked using a five-point Likert scale. The 
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questions covered content presentation, whether the layout was logical and easy to 

understand, whether the passport would be useful for a maternity professional, or a parent 

with a learning disability, whether it would be useful in their professional practice and 

whether they would recommend it to other professionals. Again, they were asked if they 

had any suggested changes and at the end of the survey details of the research team were 

given in case the participant wanted to talk further about the Toolkit or Passport.  

The responses to the online survey were mainly positive. Of the 16 respondents, 13 gave 

details of their profession, there were 8 midwives (including 1 practice development 

midwife, 1 community midwife and 2 safeguarding midwifes) 1 support manager, 1 student 

health visitor, 1 acute liaison nurse, 1 consultant obstetrician and 1 teaching fellow. All had 

supported a parent with a learning disability during pregnancy, birth or in the postnatal 

period.   

 

8.1  Feedback on the Toolkit 

Of the 16 people who gave feedback on the Toolkit, fifteen thought the Toolkit was 

presented clearly and easy to navigate (the remaining person chose neither agree nor 

disagree). 13 respondents felt it would give them confidence in identifying and supporting a 

parent with a learning disability. 14 stated they would find it useful in their professional 

practice, with 15 saying they would recommend it to others.  Positive comments included 

that it was easy to navigate, clear and concise, comprehensive, with good resources and a 

great step forward, “It is very comprehensive and easy on the eyes. I think several people will 

want to embed this within clinical practice”; “Amazing document and a great step forward”.  

Other comments showed dislike of the original traffic light system, the fact it was too 

“wordy” and that there would need to be training, “Sadly, some people will think it is too 

long to even read if they don't have a specific interest in the area”; “I don’t like the traffic 

light system, red to me always indicates danger. Choose some other colour pathway”; 

“There would need to be training in how to use the toolkit’. 
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8.2  Feedback on the Maternity Passport  

Fifteen people gave feedback on the Maternity Passport.  All respondents agreed that the 

maternity passport was presented clearly and found it easy to understand with a logical 

layout. All agreed it would contained information useful for a maternity professional and 11 

thought it contained information useful for a parent with a learning disability. 14 thought it 

would be useful in their professional practice.   All would recommend the use of the 

maternity passport to other professionals.  Positive comments included that it was a 

fantastic resource, easy to use and a good addition to existing information. “Great step 

forward in enhancing care of this group of women”. Other comments included that it was a 

bit long and may take a while to complete, it would benefit from more pictures, it could be 

included into electronic patient records and querying who was best placed to complete it. 

“It does seem long and depending on the degree of disability, may take a few sessions to 

finish. My concern would be that the midwife would not have sufficient time to allow this to 

happen.” “I note that the passport is to be completed with help from the patient’s midwife, is 

she the best person to do this?”  

The second strand of piloting involved sending the Toolkit and Maternity Passport to 

maternity workforce representatives with a follow-up Zoom meeting where they could 

discuss and share their thoughts on the documents.  Contacts at NHS Improvement, the 

London Maternity Partnership and the London Clinical Networks offered to support the 

project by sharing it with colleagues who could give feedback on the Toolkit and Maternity 

passport.  With their assistance, a Zoom meeting was held with four representatives from 

Safeguarding Maternity teams. Their feedback for the Toolkit included removing the traffic 

light system, some suggestions regarding the layout, turning the actions into a checklist 

which could be printable and including icons which could be clicked on for easy navigation 

when the toolkit is online.  For the passport they thought: it could be kept with the 

handheld notes; the named doctor for the pregnancy could be added; the medical table 

should have a tick box format, signposting on to medical notes; the passport should say 

when the person met their health visitor; and there should be a check list of tasks that have 

been demonstrated to the parent and whether they are now comfortable carrying out that 

task (for example changing a nappy).  
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Both the Toolkit and the Maternity Passport were refined and finalised according to 

feedback (appendix 16 & 17). 

 

9. Discussion 

This service evaluation – the Together Project - aimed to develop a Toolkit for the maternity 

services workforce to more effectively enable parents who have learning disabilities, and 

their informal supporters.  Within 10-months we have recruited parents with learning 

disabilities, their informal supporters/carers, and professionals from the health and social 

care workforce to co-produce the Toolkit containing guidelines, actions and reflective 

questions to support the maternity services workforce.  An advisory group steered the 

project from conception to delivery, ensuring that our methods and materials were 

appropriate and able to produce a meaningful resource. The advisory group was comprised 

of people with learning disabilities; parents with learning disabilities; specialist practitioners 

in learning disabilities; researchers; ethicists; and specialists in midwifery, health visiting, 

clinical psychology, social work, and family law. The Together Project has delivered an 

additional resource within the confines of the allocated budget and time-line, the Maternity 

Passport.  The Toolkit, associated guidelines, and Maternity Passport were piloted with 

health and social care professionals and refined according to feedback.   

The Together Project addressed two specific questions: What are key stakeholders’ views of 

‘good’ maternity care services for parents with learning disabilities? and How can good 

practice be built on so that the health and social care workforce are best supported to 

deliver care well?  These questions will be discussed in turn below. 

 

9.1 What are key stakeholders’ views of ‘good’ maternity care services for 

parents with learning disabilities? 

Health and Social Care Professionals were able to identify barriers to the delivery of good 

care to parents with learning disabilities.  The first - and arguably the most significant - 

barrier was felt to be how to identify whether a parent has learning disabilities. Reasonable 

adjustments are of course dependent on an awareness of who requires them. Participant 
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opinion was that ‘parents with a learning disability can slip through the net’ and as such are 

failed by services at the very start of their journey to parenthood. This barrier was 

experienced most acutely by midwives.  For every 100 expectant parents who attend a 

booking appointment, only 1 or 2 parents will have a learning disability (Patient Experience 

Network & Change, 2015) and it is likely that these would be individuals with mild to 

moderate disabilities, which are less likely to be known to services (Emerson et al., 2015).  

Midwives reported feeling unprepared and unsupported to identify which parents have 

learning disabilities.  The need for learning disabilities training was emphasised, as it has 

been in previous studies (Malouf et al., 2017). The introduction of mandatory learning 

disability training for all health and social care professionals is a positive step in this area 

(Department of Health & Social Care, 2019).  Training may influence the development of 

professional practice most effectively if delivered pre-registration (Vernon, 2019), this 

current omission was reflected on by participants in the Together Project. Pre-registration 

midwifery training in learning disabilities has been suggested previously but only developed 

on a small scale (Gibson, 2007).  

Unsurprisingly, the health and social care professionals who agreed to be interviewed 

expressed commitment to delivering ‘good’ care to parents with learning disabilities.  

However, professionals whose training and roles are focused on eliciting the information 

they need from individuals to deliver appropriate care seem uncomfortable and unprepared 

to apply this curiosity to learning disabilities. Strategies to question-asking were shared and 

have been included in the Together Project Toolkit but our data suggest that the barrier is 

broader than knowing the right question to ask. A Community Support Worker in the study 

expressed a preference to know someone well before asking if they had a learning disability. 

Why is this? Our findings support previous suggestions that practitioners would benefit from 

an opportunity to engage with parents with learning disabilities (Godsell & Scarborough, 

2006), to gain insight on how it feels to be asked, or not asked, important questions 

regarding their disabilities.  

A positive mindset towards the parenting capabilities of people with learning disabilities was 

recognised by professionals, parents, and their informal support networks as being a 

fundamental element of ‘good’ maternity care. The impact of a negative mindset on parents 

with a learning disability has been thoroughly discussed in existing literature. Research 
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reports the stigma experienced by parents with learning disabilities and the pressure to 

prove themselves to be able parents (Gould & Dodd, 2014; Malouf et al., 2017; Theodore et 

al., 2018; Walsh-Gallagher et al., 2012).  There is a perception that professionals focus on 

the limitations of parents with learning disabilities and are part of a system responsible for a 

high proportion of parents with learning disabilities having a child removed from their care, 

this was felt to limit both presentation at and disclosure to maternity care.  As the parents 

who took part in the Together Project were recruited via a specialist midwife for disabilities 

it is not possible to explore this within our data, we did not speak to parents who had 

avoided engagement with services.  However, our interviews with parents with learning 

disabilities and their informal supporters/carers provide further support that parents with 

learning disabilities experience negative perceptions of their capabilities as parents.  Unless 

a positive mindset towards the potential capabilities of parents with learning disabilities is 

adopted, it is likely that avoidance of services and reluctance to disclose learning disabilities 

will continue.  People with learning disabilities value a workforce with a positive attitude 

(Davies & Matuska, 2018), how to support and sustain this attitude requires deeper 

exploration. Sharing stories of success, highlighting the experiences of parents who receive 

support from professionals who believe in their abilities may be one approach to supporting 

a positive mindset focused on strengths rather than limitations (Working Together with 

Parents Network, 2009). Campaigns are also proactive approaches to tackling barriers and 

improving public/practitioner awareness. Notable examples are #HereIAm, launched in 

2017 by Mencap to improve understanding around learning disability, and a current Mencap 

campaign called Treat me well! aimed at improving the quality of healthcare received by 

people with a learning disability in hospital. 

Together Project participants shared their views of the reasonable adjustments required by 

parents with learning disabilities.  They described how communication, information and the 

time and space provided for parents with learning disabilities need personalising.  Our 

interviews with health and social care professionals suggest their intentions align with the 

legal requirement for people with learning disabilities to be provided with accessible 

information (NHS England, 2015, 2017; Office for Disability Issues, 2011; Public Health 

England, 2016).  However, their actions do not always meet their intentions, as suitable 

information resources and time were not considered to be available. This supports other 
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research reporting a lack of accessible information in maternity services (Homeyard & 

Patelarou, 2018; Patient Experience Network & Change, 2015). Meaningful involvement in 

decision-making is impossible without the provision of accessible information so this 

warrants further attention.  The Together Project Toolkit provides maternity services with 

the details of resources considered accessible by participants.  In 2000, the Department of 

Health funded CHANGE to produce a comprehensive set of parenting books in easy read 

format, these include ‘My Pregnancy, My Choice’, ‘You and Your Baby Book 0 – 1’, and ‘You 

and Your Little Child 1 – 5’ (https://www.changepeople.org/our-work/parenting-projects).  

The cost may prohibit their availability within some Local Maternity Services, how to ensure 

the maternity services workforce have access to this resource requires further 

consideration.  In addition, an app endorsed by the Department of Health and the Royal 

College of Midwives called ‘Baby Buddy’ was recommended by both parents and health care 

professionals as providing accessible written information and films.  Details of this app are 

also included in the Toolkit (https://www.babybuddyapp.co.uk/).  

Time was commonly cited as a barrier to preparing people with learning disabilities for 

parenthood.   The pressure on health professionals within maternity services is highlighted 

in ‘Better Births’ (National Maternity Review, 2016) and a lack of time has been reported to 

significantly influence support available for women with learning disabilities (Castell & 

Stenfert Kroese, 2016; Tarleton et al., 2006).  The Together Project Toolkit and its listed 

resources aims to save practitioners time by signposting to accessible written materials and 

providing direction and reflection on suitable communication styles.  However, the most 

significant time related barrier to effective preparation for parenthood is the time required 

for longer and additional appointments. Pressures of high caseloads and busy waiting 

rooms, and insufficient provision of ante- and post-natal classes cannot be relieved by a 

Toolkit. If we consider healthcare as a four-level system (Ferlie & Shortell, 2001), 

intervention at an organisational and environmental level would be required to ensure that 

maternity services have sufficient time to deliver patient centred care to parents with 

learning disabilities.   

‘Better Births’ (National Maternity Review, 2016) suggests that health care professionals 

could be relieved of pressure if all maternity data were captured electronically rather than 

‘paper-based’. Our interviews suggest that this is not best practice for parents with learning 

https://www.changepeople.org/our-work/parenting-projects
https://www.babybuddyapp.co.uk/
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disabilities who are thought to find paper notes more accessible. Paper notes that include 

information on and for parents were proposed to enable parents to reflect on and make 

sense of the information they need to support their journey through maternity services.  

Consistent sharing of information was reported as a barrier to good care for parents with 

learning disabilities.  Paper records held by the parents themselves would be a potential low 

cost and simple method of ensuring consistent and individualised information sharing with 

professionals, as well as informal supporters/carers. Paper notes for parents with learning 

disabilities and autism have been proposed and developed in the past (Vernon, 2019) but 

the extent of their implementation and evaluation is unclear.  In addition to our original aim 

to produce a Toolkit for maternity services, the Together Project has responded to the 

identified need for paper notes by developing a Maternity Passport.  This is now ready for 

implementation and evaluation.  

Parents with learning disabilities are more likely to experience social isolation or weak 

support networks and are less likely to have parenting role models or intergenerational 

support (Emerson et al., 2015; Emerson, Malam, Davies, & Spencer, 2005), these are all 

potential barriers to flourishing as parents.   In our interviews, the importance of a complete 

circle of support for parents with learning disabilities was emphasised across all key 

stakeholder groups. Health and social care professionals are an important element of this 

support circle, but our data suggest that inter-professional working and communication 

could be improved upon.  Inter-professional collaboration is essential as it is associated with 

positive outcomes for parents (Aunos & Pacheco, 2013; Castell & Stenfert Kroese, 2016). 

The Maternity Passport seeks to support inter-professional collaboration by enabling each 

professional to see who else is involved in the parents’ support circle and to understand 

what has, or has not, been discussed with them.  The Maternity Passport will also support 

identification of gaps in support to alert professionals to necessary referrals. For one parent, 

a full circle of support had enabled her to continue to raise her child, compared to her 

previous experiences where she had lacked support. Informal supporters/carers recognise 

the value of a complete support circle but may not be well placed to source additional 

support.  

Relational continuity is thought to contribute to a positive birth experience for women 

generally (Dahlberg & Aune, 2013), and as such is recommended within ‘Better Births’ 
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(National Maternity Review, 2016).  Our data enforce the viewpoint that continuity of 

relationship and trust is important beyond antenatal care to include postnatal care. 

Professionals, parents, and their informal carers all emphasised how continuity is important 

to parents with learning disabilities. This supports previous studies which have highlighted 

the importance of quality relationships for parents with learning disabilities (Jamieson, 

Theodore, & Raczka, 2016). Interestingly, the value of trust was described differently by 

professionals and parents/their informal carers.  Professionals in the Together Project 

perceived trust to aid communication and parental learning, whereas the parents/informal 

supporters/carers explained their preference in terms of feeling understood.  There are 

challenges to the continuity of care model (Taylor et al., 2019), but our findings suggest that 

this should be considered best practice for women with learning disabilities, acknowledging 

that trust could be more challenging for parents with learning disabilities who may be 

fearful of losing custody of their child (Höglund & Larsson, 2013b; Sheerin et al., 2013). 

Parents, informal supporters/carers and professionals all referred to information being 

withheld from parents with learning disabilities on the assumption that they wouldn’t 

understand.  Parents with learning disabilities are less likely to raise their children than 

parents without disabilities. In fact, it is estimated that as many as to 40 – 60% of parents 

with learning disabilities have children removed from their care (Emerson et al., 2005).  

There are many factors that may inhibit a parent with learning disability from flourishing as 

a parent, and not all are able to succeed. But it should not be assumed that parents with 

learning disabilities will be unable to raise their child well, the focus should be on enabling 

parents with learning disabilities to be the best they can be, while safeguarding the interests 

of their child/ren.  

The Together Project is underpinned by Appreciative Inquiry, rather than focusing on 

problems and problem-solving it has sought to identify what works well.  It is important that 

we acknowledge that some parents with learning disabilities will lose custody of their 

children.  The journey does not stop there for parents though and it is vital that the support 

continues.  Our interviews with social care professionals highlighted the implications for 

parents when they have a child removed.  This is likely to be devastating for parents and will 

require professionals to have appropriate knowledge and skills to respond effectively to 

manage parents’ grief and to negotiate safeguarding processes.  
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The values within the Together Project Toolkit pave the way for more a values-based 

approach to the development of authentic partnerships with parents with learning 

disabilities. In most situations, it will be possible for parents and professionals to work 

together effectively so that parents can be the best they can be. Enacting the Toolkit values 

will support ethical practice. These values are: Trust; Open-mindedness; Gentleness; 

Enablement; Time; Humility; Equality; and Respect.  

 

9.2  How can good practice be built on so that the health and social care 

workforce are best supported to deliver care well? 

The Together Project has collected views and experiences of ‘good practice’ from the 

perspectives of parents with learning disabilities, their informal supporters/carers, and the 

health and social care professionals who support them.  Drawing on existing good practice 

recommendations within policy, guidelines, research and resources, the Together Project 

team have developed and then piloted resources with the health and social care workforce.   

These resources have been designed to build on and support the delivery of good practice.   

However, the Together Project was designed as a pilot study, to ensure that resources are 

utilised in practice to good effect they require further evaluation within maternity services. 

Health care professionals working with parents with learning disabilities have expressed a 

keen interest in trialling these resources within their NHS Trusts.  Additional funding is 

required for this next phase which would consider the impact of the resources on the 

decision-making processes and behaviour of professionals working in maternity services; the 

barriers and facilitators to the implementation of the resources; and exploration of the 

effect of the resources on staff and parents with learning disabilities. There is scope also, in 

future work, to focus on preparing the workforce to respond ethically to the needs and 

interests of parents whose children are removed from them due to safeguarding concerns. 

This report has captured previous good work designed to support people with learning 

disabilities on their journey through maternity services to becoming parents (Appendix 14).  

However, recent research indicates that reasonable adjustments for parents with learning 

disabilities are still not common practice in NHS trusts in England (Homeyard & Patelarou, 

2018), and parents with learning disabilities continue to feel let down by services (Theodore 
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et al., 2018). The next stage of the Together Project is essential to ensure that our good 

work leads to impact in this area.  If parents with learning disabilities continue to receive 

standard preparation for parenthood, they are being denied a fair opportunity to succeed at 

raising their children. 

10. Strengths and limitations of the Together Project  

10.1  Strengths of the Together Project 

10.1.1 Co-production with an advisory group which included people with learning 

disabilities 

Co-production moves away from doing research “on” people with learning disabilities to 

doing research “with” people with learning disabilities.  There is no single formula for co-

production but there are key features which include recognising the assets and skills people 

have, accessibility, reciprocity and mutuality (Social Care Institute for Excellence, 2020).  Our 

advisory group was made up of academics, health and social care professionals and people 

with learning disabilities.  Each person brought different value to the group and was 

thanked for their contribution. 

 It is recognised that people with learning disabilities may need adaptations to ensure they 

can take part in research meetings.  To address this, NHS England advice was followed on 

making meetings accessible. This included, ensuring all agenda and meeting notes were 

available in different formats, including easy read and sent out with plenty of time for 

consideration.  During the meetings, communication was clear without the use of jargon, 

refreshments were provided, breaks were given, time was taken to ensure participants felt 

comfortable, the room and seating were appropriate, and meeting cards (traffic light 

system) were used to aid communication (www.england.nhs.uk).   Attendees were given 

opportunity to reflect on their role and contribution after each meeting, ongoing 

involvement was invited but not assumed. 

 

10.1.2 An Expert by Experience in the research team 

Our research team benefited from input from an Expert by Experience who has learning 

disabilities and is also a father, and therefore has first-hand knowledge of the challenges 
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and opportunities surrounding being a parent with a learning disability.  This project was 

designed to be inclusive, the Expert by Experience was paid and made a valuable 

contribution throughout the project.  Transparency regarding the role of people with 

learning disabilities within research furthers future inclusive research projects (Walmsley, 

2004). The expert by experience advised on the design of the Together Project, and on the 

accessibility of recruitment and Participant Information Sheets and consent forms.  He 

recommended organisations to support recruitment, shared information on the study at 

learning disability conferences, and will co-present the findings at a conference with the 

lead researcher.  He will guide an accessible summary of report findings and advise on the 

content of future publications. In addition, both the expert by experience in the research 

team and the expert by experience in the advisory group are co-producing and co-delivering 

a presentation to be used with trainee midwives at the University of Surrey. 

 

10.1.3 The multidisciplinary advisory group 

As noted above our advisory group included a broad range of academics and health and 

social care professionals, as well as people with learning disabilities.  The advisory group 

included researchers with experience in learning disability, maternity, health visiting and 

legal research, social workers with learning disability experience, a clinical psychologist with 

learning disability expertise, and health experts with learning disability expertise together 

with people with learning disabilities.  These advisory group members together with the 

research team which included academics with expertise in health psychology, care ethics, 

and health and social care research; and an expert by experience who was a father with a 

learning disability, meant the project had access to a wide range of relevant skills, 

experience and expertise to draw on. 

 

10.1.4 Accessibility of the Together Project for participants with learning disabilities 

Under the guidance of people with learning disabilities and a multidisciplinary team with a 

combined wealth of experience, the Together Project was designed to be accessible for 

parents with learning disabilities. Rather than taking a one-size-fits-all approach to providing 

accessible information on the project, the Expert by Experience recorded an audio version 
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of the information sheet, a video of him introducing the project, and an easy read 

information sheet and consent form. A Specialist Midwife for Learning and Physical 

Disabilities supported parents with learning disabilities to consider participation, to 

understand information on the project, and to ask questions. Participants with learning 

disabilities were able to look at the questions prior to the interview to further consider their 

participation and responses. The interviews were conducted remotely using audio-visual 

technology.  The specialist midwife was present in the participant’s home during the 

interview to take responsibility for the technology and to offer emotional support if the 

discussion caused distress. 

 

10.1.5 An Appreciative Inquiry approach 

By using an Appreciative Inquiry approach, with its focus on strengths rather than 

weaknesses, and the identification and promotion of good practice, this project was able to 

work with practitioners in a way that did not compromise their goodwill or morale (Barrett 

1995). The enthusiasm expressed by practitioner participants and their willingness to share 

experiences may have been a reflection of this.  

 

10.1.6 The Values underpinning the Together Project 

As part of the work on the Toolkit, a set of values were drawn up in discussion with the 

advisory group.  Theses value of Trust, Open-mindedness, Gentleness, Empowerment, Time, 

Humility, Equality and Respect underpinned the work undertaken for this project and 

provided a focus and a reminder of the core principles of the work being undertaken. The 

expert by experience within the project team emphasised the need for these values to be 

clearly and meaningfully presented alongside the guidelines for good practice. 
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10.2 Limitations of the Together Project: 

10.2.1 Survey Responses 

There was only one survey response to the main online survey, aimed at parents with 

learning disabilities and their informal supporters/carers.  The response was incomplete and 

therefore not used in data analysis. The survey was designed with accessibility in mind and 

was simplified following consultation with three people with learning disabilities. It was well 

publicised on social media via community groups.   However, the fact that it yielded only 

one response does suggest that it may not have been appropriate. This may have been 

because of the format or because it did not reach the intended audience or because the 

intended audience did not have access to the internet or the skills needed (literacy or IT) to 

complete the survey. Further research may be needed to understand this better. 

 

10.2.2 The use of Zoom for meetings and interviews 

Due to the Covid-19 pandemic, and the related restrictions on face to face meetings and 

data collection, the majority of the advisory group meetings and data collection interviews 

were conducted by Zoom videoconferencing. This could be viewed as a limitation, as face to 

face meetings and interviews are traditionally favoured in research and data collection. 

However, recent research with healthcare professionals has argued that Zoom is a viable 

way to collect data via interviews and practice nurses who participated in research using 

Zoom described their interview experience as highly satisfactory and rated the Zoom 

interviews as better than face to face (Archibald, Ambagtsheer, Casey, & Lawless, 2019).    

The use of Zoom with health and social care professionals, parents with learning disabilities 

and their informal supporters was time efficient and seemed a useful way to conduct the 

meetings and interviews.  There did not seem to be any problems in establishing a rapport, 

however it should be acknowledged that it is possible that the interviewer may not have 

picked up on all nonverbal cues because of the remote interviewing experience.  For the 

interviews with the parents with a learning disability, as the interviews were discussing a 

particularly sensitive topic and may have elicited emotional responses, we did ensure the 

interviews were conducted with the presence of a trusted health professional, who was able 

to support the parent with a learning disability before, during and after the interview. 
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10.2.3 Parents with learning disabilities recruited by a specialist midwife.  

As noted above, as the interviews concerned a particularly sensitive and possibly emotive 

topic, it was decided that a trusted healthcare professional should be with the parent with a 

learning disability to support them before, during and after the interview.  This was a 

strength in that it supported them to participate. The specialist midwife knew each parent 

well, was able to introduce them to the researcher and helped to build rapport.  However, it 

must be acknowledged that it may have caused a response bias, as they were talking in 

front of a professional involved in their care.  Additionally, this may have been a limitation 

as it meant only parents who had received specialist support were involved in the study. 

 

10.2.4 Difficulty recruiting parents with a learning disability  

Even though many community groups and health and social care professionals were 

approached to help recruit parents with a learning disability, recruitment proved difficult. 

This has been noted in previous research.  Malouf et al. reported difficulties trying to recruit 

parents (within 3 years of birth) to their qualitative study (Malouf et al., 2017), and 

Theodore et al. found it challenging to recruit parents with very young children (Theodore et 

al., 2018). The time around pregnancy, birth and the early years of childhood are a 

particularly busy period, and this may have been a factor.  However, research has suggested 

that many parents with learning disabilities have had experiences which have left them 

wary or fearful of sharing their experiences and this may have been a factor also (Homeyard 

et al., 2016). 

 

10.2.5 No parents going through child protection proceedings 

Our interviews did not ask parents about their experiences of going through child protection 

proceedings, so we cannot comment on what ‘good’ support looks like in this specific 

context. 
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10.2.6 The lack of input from fathers. 

Our invitations to participate in research were for ‘parents’ so not specifically aimed at 

mothers.  However, we did not have any responses from fathers.  Previous research has 

indicated that fathers feel excluded in research on parents with learning disabilities 

(Homeyard et al., 2016).  Our Expert by Experience was a father with learning disabilities so 

the project benefited from his experience and knowledge, but the project would have 

benefited from the views and experience of other fathers with learning disabilities. 

 

10.2.7 The views and experiences of Health Visitors 

Health visitors have a key role in supporting parents with learning disabilities. The project 

had very limited representation from Health visitors.  One learning disability nurse who also 

had health visitor experience took part in the interviews, and one student health visitor 

responded to the piloting online survey.  This limited our exploration of what good care 

looks like from a Health Visitor perspective.  

 

11. Conclusion and recommendations 

Good maternity care is dependent on health and social care professionals having the 

confidence and competence to identify when a parent has learning disabilities. The ‘hidden 

majority’ refers to 77% of people with a learning disability unknown to health and social 

care services (Public Health England, 2016), without identification they will not receive the 

reasonable adjustments and support that is necessary to reach their potential as parents. 

The Toolkit provides resources to support the identification of parents with learning 

disabilities, but professionals also require opportunity to develop confidence and ease in 

asking questions related to learning disabilities.  Training co-delivered by parents with 

learning disabilities could be of benefit, this and other recommendations are listed below: 

• Learning disability awareness training should form part of pre-registration 

curriculums as well as being part of continuing professional development for all 

maternity care staff. This training should involve parents with learning disabilities 

sharing their experiences; 
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• Stories of success should be shared to support a positive mindset towards parents 

with learning disabilities;  

• Accessible information resources should be available in all maternity services and 

suggested to parents with learning disabilities. The Department of Health funded 

parenting books produced by CHANGE are highly regarded as is an app endorsed by 

the Department of Health and the Royal College of Midwives called ‘Baby Buddy’;  

• A specialist role in learning disabilities working within maternity services would 

support existing staff and enable extra time for parents with learning disabilities; 

• The Maternity Passport should be completed with and then held by the parent with 

learning disabilities to ensure consistent sharing of information with everyone 

involved; 

• Continuity of care should be in place where possible (pre- and post-natal) to support 

the development of trust and mutual understanding between professionals and 

parents with learning disabilities; 

• Support should be put in place for parents with learning disabilities who have a child 

removed from their care. 

 

Recommendation for future research: 

We propose that the next stage of this research is to evaluate the acceptability and use of 

Together Project resources from the perspective of key stakeholders: parents with learning 

disabilities, their informal supporters/carers and health care professionals working in 

maternity services. We propose a qualitative longitudinal study. Within participating NHS 

Trusts, parents who identify as having learning disabilities will be invited by their midwife to 

complete the Maternity Passport and the maternity team will use the Together Project 

Toolkit, engaging with the practice discussion, actions, and questions for reflection. We will 

conduct remote interviews with key stakeholders at three-time points (two within 

pregnancy and one following the birth of the baby). We will ask questions regarding the 

practicalities of using the resources and perceived impact on the experience of care. In 

addition, we will analyse the content of the completed Maternity Passport and the ‘action 
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checklist’ within the Toolkit to determine how the resources are used in practice. This next 

stage of research will identify any implementation issues and need for amendment of the 

resources.  This proposal is dependent on additional support and funding. 

 

12. Dissemination 

Broad dissemination of the Together Project resources is essential.  The impact of previous 

good work in this field has been limited because it was not sufficiently embraced within the 

health and social care community (Department of Health & Department for Education and 

Skills, 2007). We intend to disseminate the Together Project as follows: 

• A peer-reviewed article outlining the development and piloting of the Toolkit, 

guidelines and Maternity passport will be submitted to Midwifery, a journal focused 

on supporting midwives and maternity care providers to explore and develop their 

knowledge, skills and attitudes. 

• Dr Anna Cox (PI) and Mr Scott Watkin (Expert by Experience) are invited speakers at 

a UK conference for midwives and will present a paper entitled, ‘Supporting parents 

with learning disabilities through their maternity journey’ – due to Covid-19, this has 

been postponed from June 2020 until further notice.   

• The results of the Together Project and the resources developed will be introduced 

in a presentation to student midwives at the University of Surrey.  This presentation 

will be disseminated via the Midwifery Society and will engage with all years of 

study.  In order for the presentation to be delivered remotely, the Expert by 

Experience Scott Watkin, and his partner/wife, Amanda Watkin, have been recorded 

speaking about their personal experience in which they offer recommendations to 

the workforce.  

• The Together Project will be presented to the Maternal, Child and Family Health 

cluster within the School of Health Sciences at the University of Surrey to stimulate 

discussion on how we can build on the impact of this work. 
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This service evaluation is funded by Health Education England and has been reviewed by the 
University of Surrey’s Ethics Committee 

   
 
 

 Could you help us to improve the support for 

people with learning disabilities who are pregnant or 

caring for a baby? 

 

 

Do you have a learning disability? Are you pregnant or looking 

after a baby? Do you live in England? 

 

Or are you supporting someone with a learning disability who is 

pregnant or looking after a baby? 

 

We would like to know about any good support you have been 

given and what you think could be improved. 

 

Your information will be kept private. 

 

If you would like to know more, please click here  

 

Or contact Treena 01483 684623 c.parsons@surrey.ac.uk   

 
 
 
 
. 
 







Understanding and improving support for 
people with learning disabilities who are 
pregnant or caring for a baby 

 

Version 2: 18-11-19 – Easy Read PIS 
 
 

 

What is this study about? 
This study asks questions about the support given 
to people with a learning disability when they are 
pregnant or caring for a baby in England. 

 Why have I been asked to take part? 
We are asking you to take part because you (or 
someone you care for) have a learning disability 
and are pregnant or caring for a baby under 24 
months old. 

 What would I have to do? 
We would like you to answer questions about the 
support received by parents with a learning 
disability.  You can answer these questions on your 
computer or over the telephone. 

If you decide to answer our questions over the 
telephone, we will ask you to complete a form first.  
The form will ask if we can record what you say on 
the telephone, so we don’t forget any of the things 
you tell us. 

 Who will see the answers to my questions? 
All the answers you give will be kept private and no-
one will be able to tell the information is about you. 
If you tell me something that could mean you or 
someone else is at risk of harm, I would discuss it 
with you before telling anyone else. 

 
 
 
 
 
 
 

 

What could be good about taking part in this study? 
It could help people with a learning disability to get 
better support in the future when pregnant or caring 
for a baby. 
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 What could be bad about taking part in this study? 
We don’t think there will be anything bad, but if you 
don’t like how it makes you feel you can stop at any 
time.   

 Do I have to take part in the study? 
No, it is up to you to decide. 

 Can I speak to someone before I decide? 
Yes, you can phone Treena Parsons on 01483 
684623 or email her c.parsons@surrey.ac.uk  

 Can I change my mind? 
Yes, you can change your mind within 3 weeks of 
giving Treena information, and we will not keep any 
information about you.  

 Who has organised this study? 
Dr Anna Cox and Professor Ann Gallagher have 
organised this study at the University of Surrey. The 
study is funded by Health Education England. 

 What if I have any questions, problems or 
complaints?   
You can contact Dr Anna Cox (01483 68 4626) or 
Professor Melaine Coward (01483 686693) at the 
University of Surrey. 

 
 
 
 
 
 
 
 
 

 

What do I do next? 
If you understand the study and want to take part, 
you can click here to start answering questions on 
your computer. 
 
If you would prefer to speak to me on the telephone 
you can call me on 01483 684623. 
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Introduction 

We are a group of experienced researchers from the Faculty of Health and Medical Sciences 
at the University of Surrey. We would like to invite you to take part in a service evaluation.  
Before you decide whether you would like to take part it is important for you to understand 
why this evaluation is being conducted and what it is going to involve.  Please take time to 
read through this information sheet carefully and discuss it with others if you wish.  Please ask 
if there is anything that is not clear or if you need further information.   

The purpose of the study 

This service evaluation seeks to improve the care given to parents with learning disabilities.  
We aim to do this by creating a resource to support the health and social care workforce to 
meet the needs of parents with learning disabilities. 

Why have I been invited to take part? 

We are inviting you to take part in this evaluation because you have a learning disability and 
are pregnant or raising a baby under 24 months old in England, or because you support 
someone with a learning disability who is pregnant or caring for a baby under 24 months old. 
We would like to hear about your views of the care received and what you think could be 
improved.  

Do I have to take part? 

No, you are under no obligation to take part at all.  If you do decide to take part and later 
change your mind, you are free to leave the evaluation at any time. You can ask us any 
questions before you decide.  

What will happen to me if I take part? 

We would like to ask you some questions about the care given to parents with learning 
disabilities.  We want to find out what good support they receive and what you think needs to 
be improved. You can use a computer to complete our online survey or we can ask you the 

 

Information sheet for parents with learning disabilities and 
informal carers who support them 

Understanding and improving support for people with 
learning disabilities who are pregnant or caring for a baby 

Principal investigator: Dr Anna Cox 
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questions over the telephone. We expect either of these options to take 30 minutes of your 
time. Or if you would like to, you can do both.  

If you decide to answer our questions over the phone, we will ask you to complete a consent 
form.  With your consent, this phone call will be audio-recorded so that we don’t forget any of 
the things you tell us. 

What are the possible disadvantages or risks of taking part? 

The research team do not anticipate any risks or disadvantages from answering our questions. 
If thinking about the care parents with learning disabilities receive makes you feel sad, you 
can stop answering at any time. If you would like to speak to someone about how you are 
feeling after you answer our questions, you can contact the learning disability helpline hosted 
by Mencap (https://www.mencap.org.uk/contact/contact_mencap_direct) or if you would like 
support with your role as a carer you can contact the Carers Trust which helps carers to cope 
with their caring role through specialised services across the UK (https://carers.org/our-work-
locally).  

What are the possible benefits of taking part? 

It is hoped that you will find taking part in this study interesting and enjoyable. It is also hoped 
that the information you give will help us to improve the care parents with learning disabilities 
receive in the future. 

How is the project being funded? 

The project is being funded by Health Education England. 

This service evaluation has been given a favourable ethical opinion by the University of 
Surrey’s Ethics Committee. 

What if there is a problem? 

If you wish to make a complaint about the conduct of the evaluation you can contact Dr Anna 
Cox (Project Lead) or her Head of School, Professor Melaine Coward using the details below 
for further advice and information: 

Dr Anna Cox, Faculty of Health and Medical Sciences, University of Surrey, Guildford, Surrey 
GU2 7XH 
Email: a.cox@surrey.ac.uk Phone: 01483 684626  
 
Professor Melaine Coward, Head of School, Health Sciences, Faculty of Health and Medical 
Sciences, University of Surrey, Guildford, Surrey GU2 7XH 
Email: m.coward@surrey.ac.uk Phone: 01483 686693 
 
The University has in force the relevant insurance policies which apply to this evaluation.  If 
you wish to complain or have any concerns about any aspect of the way you have been treated 
during the course of this study, then you should follow the instructions given above. 

Who should I contact for further information? 

If you have any questions or require more information about this study, please contact me 
using the following contact details:  
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Dr Treena Parsons, Research Fellow, School of Health Sciences, University of Surrey, 30 
Priestley Road, Surrey Research Park, Guildford, Surrey, GU2 7YH 

Phone 01483 684563    Email: c.parsons@surrey.ac.uk  

Who is handling my data? 

The University of Surrey, as the sponsor, will act as the ‘Data Controller’ for this evaluation. 
We will process your personal data on behalf of the controller and are responsible for looking 
after your information and using it properly. This information may include your name, age and 
ethnicity which is regarded as ‘personal data’.  

What will happen to my data? 

As a publicly-funded organisation, we have to ensure when we use identifiable personal 
information from people who have agreed to take part in research, this data is processed fairly 
and lawfully and is done so on the basis of public interest. This means that when you agree 
to take part in this study, we will use your data in the ways needed to conduct and analyse the 
study. 

All project data related to the administration of the project, (e.g. consent form) will be held for 
at least 6 years and all research data for at least 10 years in accordance with University policy. 
Your personal data will be held and processed in the strictest confidence, and in accordance 
with current data protection regulations. 

Your rights to access, change or move your information are limited, as we need to manage 
your information in specific ways in order for the research to be reliable and accurate. You are 
free to withdraw your consent at any time during the study without giving any reason and 
without being disadvantaged in any way. Furthermore, you are able to withdraw your data up 
to 3 weeks after the date of the interview / completion of the questionnaire. You can find out 
more about how we use information at https://www.surrey.ac.uk/information-
management/data-protection and/or by contacting dataprotection@surrey.ac.uk.  

What will happen to the results of the study?  

We will produce a final report summarising the main findings.  You can request a summary of 
this report by emailing c.parsons@surrey.ac.uk 

We also plan to disseminate the research findings through publication and conferences. 

Will my data be used for future research?   

When you agree to take part in a study, the information we collect may be provided to 
researchers running other research studies in this organisation and in other organisations. 
These organisations may be universities, NHS organisations or companies involved in 
research in this country or abroad. Your information will only be used by organisations and 
researchers to conduct research and processed on the basis of public interest. This 
information will not identify you and will not be combined with other information in a way that 
could identify you. The information will only be used for the purpose of research, and cannot 
be used to contact you or effect you. It will not be used to make decisions about future services 
available to you, such as insurance. 
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What if I want to complain about the way data is handled? 

If you wish to raise a complaint on how we have handled your personal data, you can contact 
our Data Protection Officer Suzie Mereweather who will investigate the matter 
(dataprotection@surrey.ac.uk). If you are not satisfied with our response or believe we are 
processing your personal data in a way that is not lawful you can complain to the Information 
Commissioner’s Office (ICO) (https://ico.org.uk/). 

Limits to confidentiality 

Confidentiality will be respected unless there are compelling and legitimate reasons for this 
to be breached.  If this was the case, we would normally inform you first of any decisions that 
might limit confidentiality. 

What do I do next if I am interested in taking part? 

You can contact Dr Treena Parsons to ask any questions:  

01483 684563 or c.parsons@surrey.ac.uk  

If you are happy to take part: 

 If you are reading this on line you can click here to go to our online survey and start 
answering questions. Or you can enter this address into your browser [give address]. 

 If you would rather speak to us over the telephone you can email Dr Treena Parsons 
at c.parsons@surrey.ac.uk or phone her on 01483 684563 to arrange a convenient 
time to answer some questions.   

 Before we ask you questions over the telephone we would need you to complete a 
consent form, but we can give you more information about this once you hear from 
you. 

 

Thank you for taking the time to read this Information Sheet 
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Pilot	-	TOGETHER	Project

Page	1:	Welcome	Page

Welcome	to	the	TOGETHER	project	online	survey.		

This	questionnaire	is	for	people	with	a	learning	disability	who	are	pregnant	or	have	a
baby	under	two	years	old.

We	would	also	like	family	or	friends	supporting	someone	with	a	learning	disability	who	is
pregnant	or	has	a	baby	under	two	years	old	to	complete	this	questionnaire.

We	want	to	find	out	what	good	support	is	given	to	people	with	a	learning	disability	and
what	needs	to	be	improved.

You	can	ask	someone	you	trust	to	help	you	answer	the	questions,	or	they	can	answer
them	for	you	if	they	discuss	it	with	you	first.

We	think	it	will	take	you	up	to	30	minutes	to	answer	these	questions.

We	will	use	this	information	to	try	to	improve	the	support	given	to	parents	with	a	learning
disability	in	the	future.	

	

	 Yes

	 No

1. 	Do	you	agree	to	take	part	in	this	project?



2	/	16

Section	1:	You	and	your	family

	 I	am	pregnant	and	I	have	a	learning	disability

	 My	partner	is	pregnant	and	I	have	a	learning	disability

	 I	am	a	mother	looking	after	my	baby	(who	is	under	24	months	old)	and	I	have	a
learning	disability

	 I	am	a	father	looking	after	my	baby	(who	is	under	24	months	old)	and	I	have	a
learning	disability

	 I	support	someone	who	has	a	learning	disability	and	is	pregnant/looking	after	a
baby	under	24	months	old.	If	you	tick	this	box	please	answer	Q3	-	Q10	below	with
regard	to	the	person	you	are	supporting

	 Other

2. 	Please	select	the	answer	that	describes	you:

2.a. 	If	you	selected	Other,	please	tell	us	more:

	 Female

	 Male

3. 	What	sex	are	you?
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	 Other

3.a. 	If	you	selected	Other,	please	tell	us	more:

	 Under	20	years	old

	 20	-	24	years	old

	 25	-	29	years	old

	 30	-	34	years	old

	 35	years	old	or	above

4. 	What	is	your	age?

	 North	East

	 North	West

	 Yorkshire	and	the	Humber

	 West	Midlands

	 East	Midlands

	 East	Anglia

	 South	West

	 South	East

	 Greater	London

5. 	Where	in	England	do	you	live?

6. 	Is	your	learning	disability	or	difficulty...
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	 Mild

	 Moderate

	 Severe

	 I	am	deaf	or	severely	hearing	impaired

	 I	am	blind	or	partially	sighted

	 I	have	a	long-term	health	condition

	 I	have	a	physical	disability

	 I	have	a	mental	health	disorder

	 I	have	autism

	 I	have	complex	needs

	 I	do	not	have	any	long-term	conditions

7. 	Do	you	have	any	long-term	conditions?

	 White

	 Mixed

	 Asian	or	Asian	British

	 Black	or	Black	British

	 Chinese

	 Other

8. 	What	is	your	ethnic	group?

8.a. 	If	you	selected	Other,	please	tell	us	more:
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	 None,	I	am	pregnant	with	my	first	child

	 1

	 2

	 3

	 4	or	more

9. 	How	many	children	do	you	have?

	 Yes

	 No

10. 	Are	you	in	a	relationship	with	the	mother/father	of	your	baby?

In	the	next	sections	we	will	ask	you	questions	about	the	support	you	have	received	from
professionals.

By	professionals	we	mean	health	and	social	care	professionals	who	have	supported	you
while	pregnant	or	caring	for	your	baby,	for	example	nurses,	doctors,	midwives,	social
workers,	breast	feeding	specialists	or	health	visitors.	

Section	2:	Support	during	pregnancy

	 Always

	 Sometimes

	 Never

11. 	While	pregnant,	did	professionals	speak	to	you	in	a	way	you	could	understand?

12. 	While	pregnant,	were	you	involved	in	decisions	about	your	care?
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	 Always

	 Sometimes

	 Never

	 Very	good

	 Good

	 OK

	 Poor

13. 	While	pregnant,	do	you	think	the	support	you	have	been	given	from	professionals
has	been...

14. 	Please	can	you	tell	us	about	some	good	support	you/your	family	were	given	by	a
professional	during	pregnancy:

 More	info

	 Nurse

14.a. 	Who	gave	you	this	support?
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	 Doctor

	 Midwife

	 Social	worker

	 Other

14.a.i. 	If	you	selected	Other,	please	specify:

14.b. 	What	was	good	about	this	support?	(Consider	the	positive	things	about	the	peson
who	supported	you.		What	did	they	do	to	support	you?		How	did	they	make	you	feel?)

15. 	Please	tell	us	what	you	think	the	most	positive	support	would	look	like	for	people
with	a	learning	disability	during	pregnancy?
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Section	3:	Support	during	the	birth	of	your	baby.

Please	-	please	only	complete	if	you	or	the	person	you	are	supporting	has	already	given
birth.	

If	you,	or	the	person	you	are	supporting,	are	still	pregnant	please	go	to	Section	5	

	 Always

	 Sometimes

	 Never

16. 	During	the	birth	of	your	baby,	did	professionals	speak	to	you	in	a	way	you	could
understand?

	 Always

	 Sometimes

	 Never

17. 	During	the	birth	of	your	baby,	were	you	involved	in	decisions	about	care?
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	 Very	good

	 Good

	 OK

	 Poor

18. 	During	the	birth	of	your	baby,	how	good	was	the	support	you	received	from
professionals

19. 	Please	can	you	tell	us	about	some	good	support	you/your	family	were	given	by	a
professional	during	the	birth	of	your	baby

 More	info

	 Nurse

	 Doctor

	 Midwife

	 Social	worker

	 Other

19.a. 	Who	gave	you	this	support?

19.a.i. 	If	you	selected	Other,	please	specify:
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19.a.ii. 	What	was	good	about	this	support?	(Consider	the	positive	things	about	the
person	who	supported	you.		What	did	they	do	to	support	you?		How	did	they	make	you
feel?)

20. 	Please	tell	us	what	you	think	the	most	positive	support	would	look	like	for	people
with	a	learning	disability	during	the	birth	of	their	baby?
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Section	4:	your	experience	of	receiving	support	after	the	birth	of	your	baby.

Please	only	complete	if	you	or	the	person	you	are	supporting	has	already	given	birth.	

If	you,	or	the	person	you	are	supporting,	are	still	pregnant	please	go	to	Section	5	

	 Always

	 Sometimes

	 Never

21. 	Since	the	birth	of	your	baby,	have	professionals	spoken	to	you	in	a	way	you	could
understand?

	 Always

	 Sometimes

	 Never

22. 	Since	the	birth	of	your	baby,	have	you	been	involved	in	decisions	about	your	care?
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	 Very	good

	 Good

	 OK

	 Poor

23. 	Since	the	birth	of	your	baby,	how	good	has	the	support	you	received	from
professionals	been?

24. 	Please	can	you	tell	us	about	some	good	support	you/your	family	have	been	given
by	a	professional	since	the	birth	of	your	baby:

	 Nurse

	 Doctor

	 Midwife

	 Health	visitor

	 Breast	feeding	specialist

	 Social	worker

	 Other

24.a. 	Who	gave	you	this	support?
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Section	5:	Would	you	like	to	tell	us	more	about	your	experience?

24.a.i. 	If	you	selected	Other,	please	tell	us	more:

24.a.ii. 	What	was	good	about	this	support?	(Consider	the	positive	things	about	the
person	who	supported	you.		What	did	they	do	to	support	you?		How	did	they	make	you
feel?)

25. 	Please	tell	us	what	you	think	the	most	positive	support	would	look	like	for	people
with	a	learning	disability	after	the	birth	of	their	baby
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We	would	really	like	to	know	more	about	your	experience.

If	you	are	happy	for	us	to	speak	to	you	over	the	telephone	please	give	us	your	name	and	contact
details	below.		Your	contact	details	will	be	kept	separately	from	the	answers	you	have	given
below.	

If	you	have	any	questions,	please	contact	me:

Dr	Treena	Parsons

University	of	Surrey

01483	684623

c.parsons@surrey.ac.uk	

	

26. 	Your	Name:

26.a. 	Your	Telephone	number



15	/	16

26.b. 	Your	Email:
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Page	2:	Final	page

Thank	you	for	taking	part	in	this	study
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TOGETHER	Project	online	survey

Welcome	Page

Welcome	to	the	TOGETHER	project	online	survey.		

This	questionnaire	is	for	people	with	a	learning	disability
who	are	pregnant	or	have	a	baby	under	two	years	old	and
live	in	England.

We	would	also	like	family	or	friends	supporting	someone
with	a	learning	disability	who	is	pregnant	or	has	a	baby
under	two	years	old	to	complete	this	questionnaire.

We	want	to	find	out	what	good	support	is	given	to	people
with	a	learning	disability	and	what	needs	to	be	improved.

You	can	ask	someone	you	trust	to	help	you	answer	the
questions,	or	they	can	answer	them	for	you	if	they	discuss
it	with	you	first.

We	will	use	this	information	to	try	to	improve	the	support
given	to	parents	with	a	learning	disability	in	the	future.	

	

Do	you	agree	to	take	part	in	this	project?	 	Required
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	 Yes

	 No

	 Yes

	 No

Do	you	live	in	England?	 	Required
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Section	1:	All	about	you

Your	Pregnancy

	 I	am	pregnant	and	I	have	a	learning	disability

	 My	partner	is	pregnant	and	I	have	a	learning	disability

	 I	have	a	learning	disability	and	a	child	under	the	age	of	2	years

	 I	support	someone	who	has	a	learning	disability	and	is	pregnant	and/or	is	looking
after	a	child	under	2	years.	If	you	tick	this	box	please	answer	all	questions	with	regard
to	the	person	you	are	supporting

	 Other

Please	select	the	answer	that	describes	you

If	you	selected	Other,	please	specify:

Tell	us	about	you	and	your	family

Tell	us	about	your	experience	of	services	when	you	were	pregnant
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	 Yes

	 No

Have	you	or	the	person	you	support	had	the	baby	yet?
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The	birth

After	the	birth	of	the	baby

Tell	us	about	your	experience	of	services	during	the	birth

Tell	us	about	your	experience	of	services	after	you	had	the	baby
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Your	experience	so	far

What	has	been	good	about	your	experience	so	far?

What	could	have	been	better	about	your	experience?
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Would	you	like	to	tell	us	more	about	your	experience?

We	would	really	like	to	know	more	about	your	experience.

If	you	are	happy	for	us	to	speak	to	you	over	the	telephone
please	give	us	your	name	and	contact	details	below.		Your
contact	details	will	be	kept	separately	from	the	answers	you
have	given	below.	

If	you	have	any	questions,	please	contact	me:

Dr	Treena	Parsons

University	of	Surrey

01483	684623

c.parsons@surrey.ac.uk	
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Your	name?

Your	telephone	number?

Your	email	address?
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Final	page

Thank	you	for	taking	part	in	this	study
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Consent form 

 

Version 2: 18-11-19 – Easy Read Consent 
Improving support for parents with learning disabilities 
 
 

 I have read the information and decided that I would 
like to take part in this project with Treena. 

YES/ NO  
 

 

I understand that I don’t have to take part. 
YES/ NO 
 

 I understand that information about me will be kept 
private and no one will know it is about me. 

 YES/ NO 
 

 I know that I can change my mind and tell Treena I 
don’t want to take part anymore.  

YES/ NO 
 

 If I decide not to take part anymore within 3 weeks of 
giving Treena information, she will delete it.   
YES/ NO 
 

 I am happy for Treena to record what I say during 
the interview so that she doesn’t forget it. 
YES/ NO 
 

 I know that Treena will talk and write about this 
study, but she will not tell anyone that I took part, 
and no-one will know information is about me. 
YES/ NO 



Understanding and improving support for 
people with learning disabilities who are 
pregnant or caring for a baby 

Consent form 

 

Version 2: 18-11-19 – Easy Read Consent 
Improving support for parents with learning disabilities 
 
 

 
Signatures 
 
 
Person being interviewed: 
 
Name: Date: 
 
Signature: 
 
 
 
Treena will also sign the form below: 
 
Name: Treena Parsons Date: 
 
Signature: 
 
 
 
 

 If you would like help with this form, you can phone 
Treena Parsons on 01483 684623 or email her 
c.parsons@surrey.ac.uk 
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Consent Form for Informal Carers / Family 
 

Understanding and improving support for people with learning disabilities who are 
pregnant or caring for a baby 

Project Lead: Dr Anna Cox  

If you have any questions arising from the Information Sheet or explanation already given to you, please 
ask the researcher before you decide whether to join in. You will be given a copy of this Consent Form to 
keep and refer to at any time. 

By ticking/initialling each box you are consenting to this element of the study. It will be assumed that un-
ticked/un-initialled boxes mean that you DO NOT consent to that part of the study and you may be 
deemed ineligible for the study. 

1. I confirm that I have read and understood the information sheet [Version 2, 18th November 
2019] for the above study. I have had the opportunity to consider the information and 
asked questions which have been answered satisfactorily. 

 

2. I understand that my participation is voluntary and that I am free to withdraw my consent 
at any time during the study without giving any reason and without being disadvantaged in 
any way. Furthermore, I understand that I will be able to withdraw my data up to three 
weeks after the date of the interview / completion of the questionnaire. 

 

3. I understand that my information may be subject to review by responsible individuals from 
the University of Surrey and/or regulators for monitoring and audit purposes. 

 

4. I agree to take part in this study.  

5. I understand that information I provide will be used in various anonymised outputs, 
including a report, publication, and presentation. 

 

6. I understand that my personal data, including this consent form, which link me to the research 
data, will be kept securely in accordance with data protection guidelines, and only be 
accessible to the immediate research team or responsible persons at the University. 

 

7. I consent to the processing of my special category data (ethnic origin; health) for the purposes 
stated in the information sheet. 

 

8. I understand any personal contact details collected about me, such as my phone number and 
address, will not be shared beyond the study team. 

 

9. I consent to my interview being audio recorded for the purposes stated in the information 
sheet. 

 

10. I agree for my personal contact details to be stored by the research team who may wish to 
invite me to participate in follow-up studies to this project or in future studies being conducted 
at the University of Surrey. 

 

11. I wish to receive a summary of the findings of the study.  

Please tick 
or initial 
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Improving support for parents with learning disabilities 

 

 

Name of participant (BLOCK CAPITALS)    ......................................................  
 

 
 
Signed  ......................................................  

 
Date  ......................................................  

 
 
 

                                                          
 
Name of researcher/person taking consent  …….............................................. 
(BLOCK CAPITALS)   
  
Signed  ......................................................  

 
Date  ......................................................  
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Understanding and improving support for people with learning disabilities who 
are pregnant or caring for a baby 

 
 

Interview schedule for parents with learning disabilities and their informal 
carers/families 

 
I am going to ask you about the support you have received from professionals (for 
example, nurses, midwives, health visitors, social workers) while pregnant or caring 
for your baby.   
 
Please tell me if you do not understand any of the questions.  If you do not want to 
answer any of the questions that is ok, just let me know. 
 
The interview will take up to 30 minutes, but you can stop at any time by telling me 
you do not want to answer any more questions.  
 
We will use this information to try to improve the support given to parents with a 
learning disability in the future.   
 
Do you have any questions before we begin? 
 
 
Guidance for interviewer: Probe for further information if necessary in-order to tick 
relevant boxes for the closed questions within the questionnaire.  If they have 
already completed these questions on-line do not ask them again. Rephrase 
questions according to whether it is a parent or an informal carer/family member 
being interviewed.  Demographic questions should all be focused on the parent with 
a learning disability rather than the family member/informal carer. 
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Question 1 - Please tell me about you and your family 
[probe if necessary to tick responses to questions a – i] 
 

a) Please tick the box that describes you: 
 

 I am pregnant and I have a learning disability 
 

 My partner is pregnant and I have a learning disability 
 

 I am a mother looking after my baby (who is under 24 months old) and I have 
a learning disability 

 
 I am a father looking after my baby (who is under 24months old) and I have a 

learning disability 
 

 I support someone who has a learning disability and is pregnant/looking after 
a baby 

 
 Other (please give details below) 

 
______________________________________________ 
 

 
b) What sex are you? 

 
 Male 
 Female 
 Other (please give details below): 

____________________________________________ 
 

 
c) What is your age? 

 
 Under 20 years old 
 20 – 24 years old 
 25 – 29 years old 
 30 – 34 years old 
 35 years old or above 
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d) Where in England do you live? 
 

 North East 
 North West 
 Yorkshire and the Humber 
 West Midlands 
 East Midlands 
 East Anglia 
 South West 
 South East 
 Greater London 

 
e) Is your learning disability or difficulty? 

 
 Mild 
 Moderate 
 Severe 

 
f) Do you have any long-term conditions? 

 
 I am deaf or severely hearing impaired 
 I am blind or partially sighted 
 I have a long-term health condition 
 I have a physical disability 
 I have a mental health disorder 
 I have autism  
 I have complex needs 
 I do not have any long-term conditions 

 
g) What is your ethnic group? 

 
 White 
 Mixed 
 Asian or Asian British 
 Black or Black British 
 Chinese 
 Other (please give details) 

___________________________________________ 
 

h) How many children do you have? 
 

 None, I am pregnant with my first child 
 1 
 2 
 3 
 4 or more 
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i) Are you in a relationship with the mother/father of your baby? 
 

 Yes 
 No  

 
 
Question 2: Please can you tell me about the support you were given during 
pregnancy 
[If necessary ask questions a – c] 
 

a) While pregnant, did professionals speak to you in a way you could 
understand? 

 
 Always 
 Sometimes 
 Never 

 
b) While pregnant, were you involved in decisions about your care? 

 
 Always 
 Sometimes 
 Never 

 
c) While pregnant, do you think the support you have been given from 

professionals has been? 
 

 Very good 
 Good 
 Ok 
 Poor 

 
Question 3: Please can you tell us about some good support you/your family 
were given by a professional during pregnancy: 
 

Use probes to deepen responses as necessary: 
 Could you tell me more about that? 
 Who gave you the support? What were they like? 
 What was good about this support? 
 What did they do to support you? 
 How did this support make you feel? 

 
Question 4: Please tell us what you think the most positive support would look 
like for people with a learning disability during pregnancy? 

 
Use probes to deepen responses as necessary: 
 Could you tell me more about that? 
 Why would this support be so good? 
 When should this support be given? 
 Who should give this support 
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 What difference do you think this support would make to parents with 
learning disabilities? 

 
[ASK THE FOLLOWING QUESTIONS IF THE PERSON WITH A LEARNING 
DISABILITY HAS ALREADY HAD THEIR BABY. IF THEY ARE STILL PREGANT 
SKIP TO QUESTION 11.] 
 
Question 5: Please can you tell me about the support you were given during 
the birth of your baby 
[If necessary ask questions a – c] 
 

a) During the birth of your baby, did professionals speak to you in a way you 
could understand? 

 
 Always 
 Sometimes 
 Never 

 
b) During the birth of your baby, were you involved in decisions about your care? 

 
 Always 
 Sometimes 
 Never 

 
c) During the birth of your baby, how good was the support you received from 

professionals 
 

 Very good 
 Good 
 Ok 
 Poor 

 
Question 6: Please can you tell me about some good support you/your family 
were given by a professional during the birth of your baby: 
 

Use probes to deepen responses as necessary: 
 Could you tell me more about that? 
 Who gave you the support? What were they like? 
 What was good about this support? 
 What did they do to support you? 
 How did this support make you feel? 
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Question 7: Please tell me what you think the most positive support would 
look like for people with a learning disability during the birth of their baby? 

 
Use probes to deepen responses as necessary: 
 Could you tell me more about that? 
 Why would this support be so good? 
 When should this support be given? 
 Who should give this support 
 What difference do you think this support would make to parents with 

learning disabilities? 
 
 
Question 8: Please can you tell me about the support you have been given 
since the birth of your baby 
[If necessary ask questions a – c] 
 

a) Since the birth of your baby, have professionals spoken to you in a way you 
could understand? 

 
 Always 
 Sometimes 
 Never 

 
b) Since the birth of your baby, have you been involved in decisions about your 

care? 
 

 Always 
 Sometimes 
 Never 

 
c) Since the birth of your baby, how good has the support you received from 

professionals been?  
 

 Very good 
 Good 
 Ok 
 Poor 

 
Question 9: Please can you tell us about some good support you/your family 
have been given by a professional since the birth of your baby: 
 

Use probes to deepen responses as necessary: 
 Could you tell me more about that? 
 Who gave you the support? What were they like? 
 What was good about this support? 
 What did they do to support you? 
 How did this support make you feel? 
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Question 10: Please tell us what you think the most positive support would 
look like for people with a learning disability after the birth of their baby? 

 
Use probes to deepen responses as necessary: 
 Could you tell me more about that? 
 Why would this support be so good? 
 When should this support be given? 
 Who should give this support 

 
Question 11: Is there anything else you would like to tell us that could help 
improve maternity services for people with a learning disability in the future? 
 
 
Thank you for taking part in this interview.  We are grateful for your help with 

this important study. Please do ask us any questions. 



This service evaluation is funded by Health Education England and has been reviewed by the 
University of Surrey’s Ethics Committee 
 

 

   
 
 

 Could you help us to improve support for people 
with learning disabilities who are pregnant or caring 

for a baby? 
 

 
 
Are you a health and social care professional working in 
England, with recent experience (within the last 24 months) of 
supporting people with learning disabilities who are pregnant or 
looking after a baby?  
 
 
We would like to ask you some questions about your experience 
of working with parents with a learning disability and the 
challenges and opportunities associated with delivering care 
well.   
 
If you would like to know more, please click here  
 
Or contact Dr Treena Parsons on 01483 684623 or 
c.parsons@surrey.ac.uk   
 
 
 
 





 

Version 3: 13-1-20 PIS HSC 
Improving support for parents with learning disabilities 

 

 

 

Introduction 

We are a group of experienced researchers from the Faculty of Health and Medical Sciences 
at the University of Surrey. We would like to invite you to take part in a service evaluation 
study.  Before you decide whether you would like to take part it is important for you to 
understand why this study is being conducted and what it is going to involve.  Please take time 
to read through this information sheet carefully and discuss it with others if you wish.  Please 
ask if there is anything that is not clear or if you need further information.   

The purpose of the study 

This study seeks to improve the care given to parents with learning disabilities.  We aim to do 
this by creating a resource to support the health and social care workforce to meet the needs 
of parents with learning disabilities. 

Why have I been invited to take part? 

We are inviting you to take part in this study because you are a health and social care 
professional working in England, who has offered support to someone with a learning disability 
who is pregnant or caring or a baby in the last 24 months.  We would like to hear about your 
experience of delivering care to people with learning disabilities and what you perceive as the 
challenges and opportunities to delivering care well.  

Do I have to take part? 

No, you are under no obligation to take part at all.  If you do decide to take part and later 
change your mind, you are free to leave the study at any time. You can ask us any questions 
before you decide.  

What will happen to me if I take part? 

We would like to ask you some questions about the care given to parents with learning 
disabilities.  We want to find out what good support they receive and what you think needs to 
be improved and what would help you to do this. If you decide to take part in the study, we 
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Understanding and improving support for people with 
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would like to interview you at a time convenient to you.  You can choose whether this interview 
is via telephone or an online audio-visual connection (e.g. Skype or Zoom).  With your consent, 
the audio content of the interview will be recorded.  It is expected the interviews will last 
approximately 45 minutes. 

If you decide to take part, you will be given this information sheet to keep and will be asked to 
sign a consent form.   

What are the possible benefits and risks of taking part? 

By taking part in this evaluation, participants will have contributed to the development of a 
toolkit for the maternity services workforce, which may help people with a learning disability 
get better support in the future when pregnant or caring for a baby.  

There are no known risks for health and social care professionals taking part in this service 
evaluation. 

How is the project being funded? 

The project is being funded by Health Education England. 

This service evaluation has been given a favourable ethical opinion by the University of 
Surrey’s Ethics Committee. 

What if there is a problem? 

If you wish to make a complaint about the conduct of this evaluation you can contact Dr Anna 
Cox (Project Lead) or her Head of School, Professor Melaine Coward using the details below 
for further advice and information: 

Dr Anna Cox, Faculty of Health and Medical Sciences, University of Surrey, Guildford, Surrey 
GU2 7XH 
Email: a.cox@surrey.ac.uk  Phone: 01483 684626  
 
Professor Melaine Coward, Head of School, Health Sciences, Faculty of Health and Medical 
Sciences, University of Surrey, Guildford, Surrey GU2 7XH 
Email: m.coward@surrey.ac.uk Phone: 01483 686693 
 
The University has in force the relevant insurance policies which apply to this service 
evaluation.  If you wish to complain or have any concerns about any aspect of the way you 
have been treated during the course of this study, then you should follow the instructions given 
above. 

Who should I contact for further information? 

If you have any questions or require more information about this service evaluation, please 
contact me using the following contact details:  

Dr Treena Parsons, Research Fellow, School of Health Sciences, University of Surrey, 30 
Priestley Road, Surrey Research Park, Guildford, Surrey, GU2 7YH 

Phone 01483 684563    Email: c.parsons@surrey.ac.uk  
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Who is handling my data? 

The University of Surrey, as the sponsor, will act as the ‘Data Controller’ for this study. We will 
process your personal data on behalf of the controller and are responsible for looking after 
your information and using it properly. This information may include your name and contact 
details, which are regarded as ‘personal data’.  

What will happen to my data? 

As a publicly-funded organisation, we have to ensure when we use identifiable personal 
information from people who have agreed to take part in  one of our studies, this data is 
processed fairly and lawfully and is done so on the basis of public interest. This means that 
when you agree to take part in this study, we will use your data in the ways needed to conduct 
and analyse the study. 

All project data related to the administration of the project, (e.g. consent form) will be held for 
at least 6 years and all service evaluation data for at least 10 years in accordance with 
University policy. Your personal data will be held and processed in the strictest confidence, 
and in accordance with current data protection regulations. 

Your rights to access, change or move your information are limited, as we need to manage 
your information in specific ways in order for the research to be reliable and accurate. You are 
free to withdraw your consent at any time during the study without giving any reason and 
without being disadvantaged in any way. Furthermore, you are able to withdraw your data up 
to 3 weeks after the telephone interview. You can find out more about how we use information 
at https://www.surrey.ac.uk/information-management/data-protection and/or by contacting 
dataprotection@surrey.ac.uk.  

What will happen to the results of the study?  

We will produce a final report summarising the main findings.  You can request a summary of 
this report by ticking the relevant box on the consent form or emailing t.parsons@surrey.ac.uk 

We also plan to disseminate the findings through publication and conferences. 

Will my data be used for future research?   

When you agree to take part in a study, the information we collect may be provided to 
researchers running other research studies in this organisation and in other organisations. 
These organisations may be universities, NHS organisations or companies involved in 
research in this country or abroad. Your information will only be used by organisations and 
researchers to conduct research and processed on the basis of public interest. This 
information will not identify you and will not be combined with other information in a way that 
could identify you. The information will only be used for the purpose of research, and cannot 
be used to contact you or affect you. It will not be used to make decisions about future services 
available to you, such as insurance. 

What if I want to complain about the way data is handled? 

If you wish to raise a complaint on how we have handled your personal data, you can contact 
our Data Protection Officer Suzie Mereweather who will investigate the matter 
(dataprotection@surrey.ac.uk). If you are not satisfied with our response or believe we are 
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processing your personal data in a way that is not lawful you can complain to the Information 
Commissioner’s Office (ICO) (https://ico.org.uk/). 

Limits to confidentiality 

Confidentiality will be respected unless there are compelling and legitimate reasons for this 
to be breached.  If this was the case, we would normally inform you first of any decisions that 
might limit confidentiality. 

What do I do next if I am interested in taking part? 

You can contact Dr Treena Parsons to ask any questions about the study, and if you decide 
to proceed, arrange a time for a telephone interview:  

Telephone: 01483 684563 or email: c.parsons@surrey.ac.uk  

 

Thank you for taking the time to read this Information Sheet 
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Consent Form for Health and Social Care Professonals 
 

Understanding and improving support for people with learning disabilities who are 
pregnant or caring for a baby 

Project Lead: Dr Anna Cox  

If you have any questions arising from the Information Sheet or explanation already given to you, please 
ask the researcher before you decide whether to participate. You will be given a copy of this Consent Form 
to keep and refer to at any time. 

By ticking/initialling each box you are consenting to this element of the study. It will be assumed that un-
ticked/un-initialled boxes mean that you DO NOT consent to that part of the study and you may be 
deemed ineligible for the study. 

1. I confirm that I have read and understood the information sheet [Version 3, 13th January 
2020] for the above study. I have had the opportunity to consider the information and 
asked questions which have been answered satisfactorily. 

 

2. I understand that my participation is voluntary and that I am free to withdraw my consent 
at any time during the study without giving any reason and without being disadvantaged 
in any way. Furthermore, I understand that I will be able to withdraw my data up to three 
weeks after I take part in a telephone interview. 

 

3. I understand that my information may be subject to review by responsible individuals 
from the University of Surrey and/or regulators for monitoring and audit purposes. 

 

4. I agree to take part in this study.  

5. I understand that information I provide will be used in various anonymised outputs, 
including a report, publication, and presentation. 

 

6. I understand that my personal data, including this consent form, which link me to the service 
evaluation data, will be kept securely in accordance with data protection guidelines, and only 
be accessible to the immediate research team or responsible persons at the University. 

 

7. I understand any personal contact details collected about me, such as my phone number and 
address, will not be shared beyond the study team. 

 

8. I consent to my interview being audio recorded for the purposes stated in the information 
sheet. 

 

9. I agree for my personal contact details to be stored by the research team who may wish to 
invite me to participate in follow-up studies to this project or in future studies being 
conducted at the University of Surrey. 

 

10. I wish to receive a summary of the findings of the study. 
 

 

Please tick 
or initial 
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Name of participant (BLOCK CAPITALS)    ......................................................  
 

 
 
Signed  ......................................................  

 
Date  ......................................................  

 
 
 

                                                          
 
Name of researcher/person taking consent  …….............................................. 
(BLOCK CAPITALS)   
  
Signed  ......................................................  

 
Date  ......................................................  
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Understanding and improving support for people with learning 
disabilities who are pregnant or caring for a baby 

 
Interview schedule for health and social care professionals  

 
 
Introduction to study, opportunity to ask questions, confirm consent. 
 

 What do you consider to be a learning disability? 
 

 In practice, how do you know if a parent you are supporting has a learning disability? 
 

Probe on what works well and what could be improved in terms of being aware that a 
parent has a learning disability 

 
 What adjustments do you make to your care delivery if you are supporting a parent 

with a learning disability? 
 

Probe on whether they are able to allow extra time, whether they change their 
communication or written information provision 

 
Probe on what works well and what could be improved in terms of making these 
adjustments 

 
 Please could you recall a parent with a LD who you have offered support to in the 

last 24 months and tell me about this experience. 
 

Probe on: What went well? What challenges did they experience? What would they 
like to have done differently/what could be improved?  What would have supported 
that? 
 

 What training have you had to support you in meeting the needs of parents with 
learning disabilities? 

 
Probe on how long ago this was, whether it was useful, what additional training they 
would find useful. 

 
 What resources do you use to support you in meeting the needs of parents with 

learning disabilities? 
 

Probe on what works well with these resources, what could be improved, what 
additional resources would they find helpful, what format would be most useful. 

 

Thank you for your time – do you have any questions. 
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 Disability Support/Empowerment/Advocacy Groups  Actions Taken: Date: 

Focus on Disability @DisabilityUK  
focusondisability.org.uk  
19K Followers 
Provide online support, information and products for disabled people, 
the elderly and their carers in the UK 
 

Email enquiry form completed 
Tweeted Scott’s story with request for them to Retweet 
(RT)  

09.12.19 
 
30.01.20 

LDEngland @LearningDisEng 
learningdisabilityengland.org.uk  
9,585 Followers 
Membership includes people with learning disabilities, families, profs & 
orgs. They work for human rights equality & good lives.  

Request for them to share our info plus Twitter card sent 
to their Facebook page – they subsequently shared our 
information on their Facebook page 
Tweeted Scott’s story with request to RT  

06.01.20 
 
 
30.01.20 

Mencap @mencap_charity 
https://www.mencap.org.uk/ 
30.2K Following 
Mencap is a registered charity for people with learning disabilities, also 
supporting families and carers.  

Telephone call to Research office, left details of project 
with request to share. 
 
Tweeted Scott’s story with request to RT  

 
10.01.20 
 
30.01.20 
 

Disability, Pregnancy @disabled parent 
dppi.org.uk 
1,152 Followers 
Enable disabled people & their professional allies to find/share info, 
resources & experience on pregnancy, birth & parenting. 
 

Request to share info 
Tweeted Scott’s story with request to RT  

06.01.20 
30.01.20 

PlyParentAdvocacy @PlyLDparents 
http://www.plymouthhighburytrust.org.uk/advocacy/plymouth-parent-
advocacy-project/ 
Provides independent advocacy for parents with learning disabilities in 
Plymouth  
73 Followers 
 

Adapted standard email sent. 
Tweeted Scott’s story with request to RT  
They retweeted our Twitter card again on 17/02/20 

09.12.19 
30.01.20 
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Bemix @bemixUK  
https://www.bemix.org/  
A Social Enterprise supporting people with learning difficulties and/or 
autism to achieve equality. 
649 Followers 
Kent & Medway 
 

Introductory email with request to share info together 
with Twitter card sent. 
 
Email received advising us they will share our info within 
their groups and on social media. 
 

13.01.20 
 
 
15.01.20 

Down's Syndrome Association @DSAInfo 
https://www.downs-syndrome.org.uk/  
Down's Syndrome Association - Supporting people with Down's 
syndrome to live full and rewarding lives. 
17.1K Followers 
London, UK 
 

Contacted information line who advised me of their 
procedure for assisting with recruitment.  Have filled in 
their research proposal form (for helping with 
recruitment) and sent this together with a copy of our 
ethics approval (as requested by them) 

9.12.19 

Geordie Mums  
Geordie Mums is a group for mums with learning disabilities. 
Contact via Skills for people 
http://skillsforpeople.org.uk/event/geordie-mums-8/  
 

Email sent followed by phone call.  Geordie Mums will 
share our information. 

18.12.19 
06.01.20 

Grapevine Coventry & Warwickshire 
Grapevine works with people experiencing isolation, poverty and 
disadvantage in Coventry and Warwickshire, including people with 
learning disabilities. 
https://www.grapevinecovandwarks.org/contact/ 
 
 
 
 

Email and phone contact with organisation, who shared 
information on our behalf. 
 

7.01.20 
 
 

Mind the Gap Theatre Company @MtGstudios 
http://www.mind-the-gap.org.uk/ 
One of Europe’s leading learning disability theatre companies. 
 
 

In regular communication with Mind the Gap.  Member 
with LD has reviewed materials and providing an 
improved photo for website and given feedback on 
questionnaire.  One of our advisors is a researcher with 
Mind the Gap and we have other regular connections 
with producers regarding possible collaboration. 
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https://www.facebook.com/LDCarersCommunity/ - this is the open 
page for closed support group for carers of people with a learning 
disability.  

Have sent a message to their Facebook group together 
with Twitter card asking them to share 

18.12.19 

York People First & The Parents Project @people York 
Self-Advocacy group based in York 
177 Followers 

Sent them the film of Scott.  
Following on Facebook and message sent to them via 
Twitter  
The Group have shared our details on Facebook 

10.12.19 
18.12.19 
 
18.12.19 

Cornwall people first advocacy service 
User led self-advocacy service for adults with learning disabilities or 
autism 
https://www.cornwallpeoplefirst.com/ 
 
 

Phone call followed by Email with full details and Twitter 
cards  

18.12.19 

Ann Craft Trust @AnnCraftTrust 
anncrafttrust.org 
1,661 Followers 
ACT is a national charity dedicated to safeguarding and protecting 
disabled children and adults at risk from abuse. 

Phoned Ann Craft Trust and shared details of project. 18.12.19 

Elfrida Society @ElfridaSociety 
elfrida.com 
841 Followers 
Well established charity working with people with learning disabilities 
in Islington, London 
 

Introductory email and request for help sent 
Follow up phone call (answerphone) 

18.12.19 
13.01.20 

The Parents Advocacy Project @parents advocacy 
https://www.dudleyadvocacy.org/ 
Supporting parents in Dudley MBC with a learning disability, who are 
involved in the children's social care process 01384 456 877, 
info@dudleyadvocacy.org  
72 Followers 
Dudley, West Midlands 
 

Email sent giving full details of the project 22.01.20 
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Impact Advocacy @advocacy impact 
http://impact-initiatives.org.uk/services/adults-and-older-
people/advocacy/  
Impact Advocacy works to ensure disabled adults in West Sussex can 
make their own decisions, speak up and be heard. Like us on Facebook: 
@AdvocacyImpact 
85 Followers 
West Sussex, England 
 

Phoned and spoke to them and they are hoping they can 
help. Have emailed them full details of the project. 

22.01.20 

Together All Are Able @able together 
Self-Advocacy Group based in Wirral, working with people with 
disabilities, carers and professionals. 
425 Followers 
Birkenhead, England 
 
 
 
 
 

Facebook message sent giving full details of project with 
request to share 

22.01.20 

pathwaysassociates.co.uk 
Community Interest Group 

Information emailed with request to share at upcoming 
conference.  
 
After discussion it was decided it would be more suitable 
to share Scott’s film amongst advocacy groups in NW 
who could then decide if they wanted to become 
involved. 
 

27-1-20 
 
 
29.01.20 

Sycamore Trust 
Help and support for families of people with autism and/or learning 
disabilities 

Tweet sent with information. 
 
Received email forwarding their New Parenting pathways 
info.  

30.01.20 
 
03.02.20 
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Devon Link-Up 
 admin@devonlink-up.org 
A service user led charity for people with learning disabilities and 
autism. 
 

Email received offering to help with project and asking 
for more information regarding toolkit.  Email sent in 
response giving full details. 

10.02.20 
 
 
 
 

Cftc.org.uk (supporting carers in East Sussex) Email sent giving full details of project and asking to 
share  
Reply received agreeing to share. 

30.01.20 

Carers support West Sussex Email sent giving full details of project and asking to 
share 

30.01.20 

Surrey Care Association and Ashcroft Support Email sent giving full details of project and asking to 
share 
Email reply received, happy to assist 
Further email sent giving details of ways they can help 
and thanking for support 

30.01.20 
 
24/02/20 
 
11/03/20 

Lewisham Speak Up 
Supporting people with learning disabilities in advocacy 

Email sent giving full details of project and asking to 
share 

30.01.20 

My Life My Choice (Oxfordshire based self advocacy group) Emailed named contact giving full details of project and 
asking to share  

30.01.20 

St Michaels Fellowship, London. 
https://stmichaelsfellowship.org.uk/ 
 
Working with young people 

Email received asking us to contact with further details of 
project. Contacted and shared full details.  

03.02.20 
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Changing our lives 
https://www.changingourlives.org/ 
 
A rights based organisation for disabled people and people 
experiencing mental health difficulities 

Email sent giving full details of project and asking to 
share 

30.01.20 

Surrey County Council 
Engagement and Partnership Officer 
Adult Social Care Information and Engagement Team 
  
 

Contacted regarding the Surrey Local Valuing People 
Groups being set up again and asking them to share 
project information 
 
Email received the groups are currently paused, but they 
will share with learning disability health colleagues. 
 

3.3.20 
 
 
 
5.2.20 

KeyRing Living Support Network (North West) 
www.keyring.org/keyring-north-west/keyring-north-west.aspx 
 
 
 

Email received asking if they could help with project.    
Replied with full details of project. Contacted and gave 
full details of project. 

3/02/20 

   

Step 2 
www.step2.org.uk/about 
 
An organisation working with children and young people including 
people with learning disabilities 
07810187580. 
 

Emailed in response to a Facebook ad, emailed back with 
full details. 
 

19.12.20 
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Proactive Communities 
proactivecommunity@activeprospects.org.uk 
www.proactivecommunity.org.uk 
User led organisation specialising in co-production work. 
Membership of over 300 people. 

Met at the Surrey Care Association meeting.  Asked them 
to share information. 
 

11.02.20 

Better Start 
https://blackpoolbetterstart.org.uk  centre-for-early-child-
development/ 

Twitter message sent to director 24/02/20 

Maternity/Breastfeeding Support Groups/Doulas (non 
LD specialist) 

  

National Childcare Trust @NCTcharity 

 https://www.nct.org.uk/ 

The UK's largest charity for parents. 
26.8K Followers 
UK 
 

Email enquiry  
 
Email received saying they do not have capacity to help 
with research. 

9/12/19 

Bradford Doulas 
01274 223232 (contact: Aliya) 
Aliya@carlislebusinesscentre.co.uk 
 

Was signposted to Bradford Doulas by a contact, they 
work in a voluntary capacity with vulnerable women 
during the pregnancy/birth period.  Emailed details of 
the project. 
 Followed up with a phone call, they will share details of 
our project. 

08.01.20 
 
 
10.01.20 
13.01.20 
 

Doula UK 
https://doula.org.uk/ 
 

Filled in enquiry form at Doula UK as they are the 
national organisation for Doulas, and they have members 
who work in a voluntary capacity with vulnerable women 
as above. 

08.01.20 
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The Breastfeeding Network 
Admin@breastfeedingnetwork.org.uk 
 

Introductory email sent requesting assistance with 
project – Twitter card attached with request to share 

13.01.20 

La Leche League GB (Breastfeeding support) 
https://www.laleche.org.uk/ 
 
 
 
 

Request for support with project sent via website contact 
form 

13.01.20 

National Maternity Voices 
Independent formal multidisciplinary committees, which we call 
‘Maternity Voices Partnerships’ (formerly MSLCs), to influence and 
share in local decision-making. 
 
info@nationalmaternityvoices.org.uk 
 
 
 

Emailed to ask if they would be willing to share 
information about project to their users. 
 
Response received they will share via Facebook   
 
Emailed details and arranged to send Scott’s story via 
Twitter. 
 
 
 

14.01.20 
 
 
20.01.20 
 
29.01.20 

 
Service User Voice Policy Manager & iDecide Lead, Maternity 
Transformation Programme, NHS England and NHS Improvement 
 

Was signposted via a contact, they shared details with 
NHS colleagues and other potential interested parties.  

 

Maternity Transformation Programme 
NHS England & NHS Improvement, Nursing Directorate 
 

Signposted via contact details sent 
  

24.01.20 

CHANGE 
Change-people.co.uk 
Learning disability Rights charity 
 

Signposted via contact. Email sent to named employee 
asking if they would share details of our project on their 
website and retweet the film for us. 

29.01.20 
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Maternity Voices Partnership Link for Surrey Heartlands. 
Citizen Ambassador for Women & Children's Services. 
  

Email sent giving details of project and asking them to 
tweet film. 
 

15.01.20 

Lecturer (Midwifery) and Breast Feeding Specialist Email sent with full details followed by face to face 
meeting 

27.01.20 

Breastfeeding Horsham (independent breastfeeding consultant with 
some experience in this area) 

Have emailed with full details requesting help. 30.01.20 

Professionals’ Groups (General LD)   

Working Together with Parents Network @wtpn_bris 
wtpn.co.uk 
311 Followers 
Working Together with Parents Network. Supporting professionals 
working with parents with learning difficulties, in the UK and beyond. 

Am a member of the professionals’ forum on this, so 
have put details on this, also the WTPN administrator has 
emailed our details and Twitter cards out to all members 

18.12.19 

Contact, Help, Advice and Information Network (CHAIN) 
https://www.chain-network.org.uk/ 
Online mutual support network for people working in health and social 
care, originated in the NHS Research & Development programme 

Am a member of this support network so emailed with 
details of project to be circulated to members 

24.02.20 
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Health Professionals  
  

Specialist Midwife for 
Learning and Physical Disabilities 
Surrey Heartlands 
 
 

Met at conference and she has shared information about 
our project with colleagues and clients 

 

GW ICP Director  
@surreyheartland 
 & Director of Clinical Integration  
@RoyalSurrey 
 Committed to: partnership, leading change and learning together. 
Views my own 
  
 

Sent the film of Scott and asked them to get in touch for 
more info or to help recruit 

10.12.19 

Nurse specialist SRH and President of  
@theRCN 
3,524 Followers 

Film of Scott sent out 10.12.2020 

Chief Midwifery Officer  
@nhsengland 
London, England 
 
9,258 Followers 

Sent her the film and asked her to retweet 10.12.20 

Maternity and neonatal lead KSS AHSN Ltd 
Kent Surrey Sussex 
Patient Safety Improvement Programme 
 

Signposted via contact details sent 13.12.19 
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Senior Programme Manager 
Kent Surrey Sussex Academic Health Science Network 
Innovation | Improvement | Impact 
 

Met at KSS ASHN network meeting and asked to share 
our info among contacts 
 
 

17.12.19 

KSS AHSN Patient Safety Collaborative Lead (where work with the 
National Maternity & Neonatal Safety Collaborative sits) - midwife by 
background 
 
 
Kent Surrey Sussex 
Patient Safety Improvement Programme 
  
 

Signposted to us. Details shared. 18.12.19 

 
Surrey Heartlands Governance Midwife  
Surrey Heartlands Health and Care Partnership 
 

 
Signposted to us. Details shared 
 
 

18.12.19 

Safety lead maternity Sussex and East Surrey) 
 

Signposted to us.  Has shared our info with colleagues in: 
 Brighton and Sussex University Hospitals NHS 

Trust 
 East Sussex Healthcare NHS Trust 
 Surrey and Sussex Healthcare NHS Trust 
 Western Sussex Hospitals 
 NHS Coastal West Sussex CCG 

 
Follow up email sent to NHS contacts 

14.01.20 
 
 
 
 
 
 
 
19.02.20 
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Lead Midwife for Antenatal Ward and Maternity Assessment Unit 
Royal Sussex County Hospital 
Eastern Rd 
Brighton 
BN2 5BE 
 
 

Signposted to us. Email sent giving full details of project  24.01.20 

Mid Sussex Maternity Voices Partnership 
chair.midsussexmslc@gmail.com  
 

Signposted via contact. Email sent giving details of 
project and asking for Scott’s film to be shared with local 
advocacy groups.  

29.01.20 

Better Births Midwifery Project Manager  
Kent and Medway Local Maternity System 
 

Email contact, details shared, they will share further. Link 
to film of Scott’s story sent 

 
 
 
15/01/20 

Safety & Quality Lead for Kent and Medway LMS 
 

Signposted via contact.  
Email sent giving details of project. 
Telephone follow up after email. Twitter cards and 
website details sent. 
  

 
18.12.19 and 13.01.20 
10.02.20 

Teaching Fellow in Integrated Care (Population Health), Director of 
Studies for Specialist Practice and Pathway Lead for Health Visiting, 
University of Surrey 

Has shared details with: Surrey Health, Sussex 
Community NHS Foundation Trust and Southern Health 
NHS Foundation Trust. Also with contacts in 
Solent/Southampton, Solent/Portsmouth and with a 
personal contact in Richmond.  Additionally, there is a 
practice teaching meeting on the 27/01/20 
(approximately 30 attendees expected) and she will share 
info then. 
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Midwife at George Eliot Hospital NHS Trust 
 

Emailed project detailed – details given by colleague 
 
 

14.01.20 

Institute of Health Visiting 
@ihv.org.uk 

Emailed Institute of Health Visiting with details of our 
project - they will share our request with their members.  
Follow up email sent asking if able to share with 
specialist midwifes. Twitter card sent. 
 Message sent to their Facebook page asking them to 
share with Twitter card 
 Tweet sent reiterating that we still need input from 
Health Visitors, asking them to retweet 

08.01.20 
 
 
05.02.20 
 
 
 
17.02.20 

University of Surrey 
Teaching Fellow in Integrated Care (Midwifery) – breast feeding 
specialist 

Introductory email sent asking for assistance, have asked 
to arrange an informal chat on her return to office 
(21.1.20 onwards) 

15.01.20 

Learning Disability Lead (Maternity) 
Conquest Hospital 
Hastings 
 

Received an email asking for more details of project, 
replied explaining project and asking for assistance in 
sharing project and encouraging people to take part in 
interviews or survey 
 
Follow up email sent  

20.01.20 
 
 
 
 
29.01.20 
 

Midwife 
SURREY AND BORDERS PARTNERSHIP NHS FOUNDATION TRUST  

Signposted via contact. 
Sent information sheet. 
 
Follow up email sent 03/02/20 
 
 

29.01.20 
 
 
03.02.20 

Midwife working at Ipswich hospital 
 

Signposted via contact.   
Emailed with info, she has agreed to share  
details with some Health Visitor and LD nurse contacts 

30.01.20 
 
24.02.20 
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All4maternity -social media site for midwives and maternity 
professionals 
https://www.facebook.com/all4maternity/ 
 

Message sent via Facebook asking them to share our 
information amongst members, Twitter card attached. 

10/02/20 

 
Nursing and Quality Directorate / Women and Children’s 
Commissioning 
Devon Clinical Commissioning Group  
Exeter EX2 4QL 
 

They contacted us asking for details 
 
Information sent  

11.02.20 
 
12.02.20 

 
Public health and health improvement Midwife. RCM Workplace Rep, 
Staff side Vice Chair 
 
Organising the maternity conference in June that Anna and Scott are 
presenting at. 

Connected via twitter and recommended by contact 
 

19.02.20 

PhD student and HV 
(met in teaching session on qual methods) 

Sent details  19.02.20 

Specialist Health Visitor 
 

Recommended by contact. Have emailed her with full 
details of project, asking her to share with colleagues 

02/03/20 
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Social Care Professionals   

Social Worker Signposted via contact. Email sent with details of project. 
 

19.12.19 
 
 
 
 
 
 

Brighton and Hove learning disability team 
Scds@brighton-hove.gov.uk 
01273 295550 

Brighton and Hove have developed a protocol for 
working with parents with learning disabilities so 
contacted team.  They asked for details to be emailed. 
Have sent them full details including adverts and twitter 
cards 

06.01.20 

Team Manager Central Learning Disability and Autism Team 
Surrey County Council 

Asked to share details with colleagues. 17.02.20 

Advanced Social Work Practitioner 
Hounslow 

19/02/20 contacted us and asked for more details.  Will 
share with colleagues. 

 

 



Policy Papers & Reports 
 

Policy Paper/Report Authority/Author Notes 
The Human Rights and 
Dignity Experience of 
Disabled Women 
during Pregnancy, 
Childbirth and Early 
Parenting (2018) 

Hall et al, Centre for 
Midwifery Maternal 
and Perinatal Health, 
Bournemouth 
University: 
Bournemouth.    

Includes all women with disabilities Highlights the 
need for maternity care providers to have 
additional education which includes information 
about different approaches to disability and the 
need to listen to individual women to understand 
their unique experience and needs. Additional time 
should be allowed for this. 

Treat Me Well (2017) Mencap Report of national Mencap’s campaign to improve 
the treatment of people with learning disabilities in 
hospital, focusing on how simple adjustments can 
make a big difference 
 

The best start: five-
year plan for 
maternity and 
neonatal care (2017) 

Community Health 
and Social Care 
Directorate 

A five year forward plan for the improvement of 
maternity and neonatal services in Scotland 

BETTER BIRTHS 
Improving outcomes 
of maternity services 
in England: A Five Year 
Forward View for 
maternity care (2016) 
National Maternity 
Review 

 NHS England Recommends that healthcare professionals should 
take time to ensure that parents with learning 
disabilities understand what is happening and the 
choices they can make 

Supporting Parents 
with Learning 
Disabilities in 
Scotland: Challenges 
and Opportunities 
(2016) 

Stewart et al 2016 
Scottish Consortium 
for Learning Disability 

Concludes parents with learning disabilities can and 
do become “good enough parents” with the right 
support.  Support will be resource intensive as 
likely to be long term and at times intensive and 
should take a whole family approach. Emphasis on 
appropriate support, accessible information and 
meaningful participation. Staff should have a clear 
awareness and understanding of issues faces by 
parents with learning disabilities and many do not 
yet have this knowledge base.   Highlights need to 
discuss what a positive outcome is.   

The Hidden Voices for 
Maternity report 
(2015) 

Patient Experience 
Network  

Includes resources for health professionals based 
on best practice Recommends more widely 
available training made available for professionals 
to improve communication, empathy, respect and 
understanding 

 
Learning Disabilities 
Observatory  
People with learning 
disabilities in England 
2015: Main report  

Public health England  Contains statistics about people with learning 
disabilities in England and services available 



Version 1.0 
Celebrating the Best 
of the Maternity 
Experience of Care 
with a focus on 
parents with learning 
disabilities (2014) 
 

Patient Experience 
Network 

Summary report of a survey undertaken by Pen 
with CHANGE and NHS England. Full report is in 
Hidden Voices of Maternity 

Inclusive support for 
parents with a 
learning disability 
(2011) 

Mencap Describes a project funded by the DoH and 
conducted by Mencap in partnership with the Ann 
Craft Trust (ACT).  Builds on previous work by ACT 
and Home-start (2004) and Mencap and ACT 
(2005). Aim of the project was to train health 
professionals working with parents through 
pregnancy to early parenthood to be more 
effective.  To enabled provision of accessible, 
inclusive and appropriate care, support and 
information. Recommendations included health 
professionals and external organisations working 
together more effective, flexibility in appointments, 
inclusion of learning disability training in 
undergraduate curriculum, accessible resources, 
link workers and inclusive antenatal and post-natal 
education for parents with a learning disability. 

Delivered with care: 
a national survey of 
women’s 
experience of 
maternity care (2010) 

National Perinatal 
Epidemiology Unit 

A general report looking at experiences of women 
during pre-natal, labour and birth and post-natal 
periods. Included views of fathers.  

Equalities scoping 
Study (2010) 

Foundation for people 
with learning 
disabilities 

Followed on from Valuing People Now and Equality 
Impact Assessment. Showed there was still 
progress to be made in this area 

Equality Act (2010) HMSO The Equality Act came into force from October 
2010 providing a modern, single legal framework 
with clear, streamlined law to more effectively 
tackle disadvantage and discrimination, includes 
people with learning disabilities. 

Valuing People Now: a 
new three-year 
strategy for people 
with learning 
disabilities. (2009)  

Department of Health Government's three-year big plan to improve the 
lives of people with learning disabilities and their 
families. It covers all aspects of life, including 
health, housing, getting a paid job, personalisation, 
transition, advocacy, hate crime and relationships. 

Women’s Experiences 
of Maternity Care in 
the NHS in England 
(2007) 

Healthcare 
Commission 

 

Supporting disabled 
parents and parents 
with additional 
support needs (Adult 

Social Care Institute of 
Excellence (SCIE)  

Includes all disabled parents and those with other 
needs, has a section on parents with a learning 
disability 



Services Knowledge 
Review 11 2006) 
Helping parents with 
learning disabilities in 
their role as parents 
(SCIE research briefing 
14 2005) 

Social Care Institute of 
Excellence (SCIE) 

 

Valuing People: A New 
Strategy for Learning 
Disability for the 21st 
Century (2001) DH.  

Department of Health  The first Government White Paper on learning 
disabilities in England for 30 years. It provided a 
new vision for learning disability services based on 
the principles of rights, independence, choice and 
inclusion. 

The Human rights Act 
(1998) 

Gov.uk The Act requires all public authorities (such as 
government departments, councils, hospitals, the 
police, and those acting on behalf of public 
authorities) to act in a way which respects and 
protects an individual’s human rights. The Human 
Rights Act places a duty on public authorities to 
ensure that all actions and decisions that they 
make take these rights into account. If a public 
authority does not, it may be in breach of an 
individual’s human rights and they could be taken 
to court. Two articles are particularly important, 
article 8 – a right to respect for private and family 
life – is very important as it ensures people with 
learning disabilities have a right to live their life 
privately, to enjoy family relationships (including 
the right to live with their own family), and to enjoy 
their home peacefully without interference from 
public authorities and article 12 – the right to 
marry – means that people with learning 
disabilities have the right to marry and to start a 
family, just like everybody else. 

 

  



Guidelines and Guidance  

Guidelines Authority Notes 
Disability and Pregnancy 
Maternity UCLH Guideline 
(2018) 

University College London 
Hospitals NHS Foundation 
Trust 

Includes parents with learning 
disability including those with 
no specific diagnosis. Guidance 
based on social model, aimed 
at midwives, doctors and 
health-care professionals who 
work with pregnant women 
who have a disability 
Recommendations include 
asking parent how and where  
she would like parentcraft 
sessions, a tour of the 
maternity unit should be 
considered, considering where 
midwifery appointments best 
held, including needs of father  

Guidance Reasonable 
adjustments: a legal duty: 
(updated May 2018) 

Public Health England Follows on from the Equality 
Act 2010Discusses the 
reasonable adjustments public 
service organisations are 
obliged to make including 
changes to policies, 
procedures and staff training.  
There is an anticipatory duty. 
Emphasises legal requirement 
for accessible information. 

WTPN Updated Good Practice   
Guidance (2016) 

Working Together with 
Parents Network 

Update of the DoH/DfES Good 
Practice Guidance on working 
with parents with a learning 
disability (2007). The five 
principles of good practice 
remain the same.  All contacts 
and reports have been 
updated. 

Scottish Good Practice 
guidelines for Supporting 
Parents with Learning 
Disabilities (2015) 

Scottish Commission for 
Learning Disability (SCLD) 

Updated guidelines outline 
support, placing parents who 
have learning disabilities and 
their families, at the centre 
and in control. Advises that 
main features of good support 
are accessible information and 
communication, clear and 
coordinated referral and 
assessment procedures and 
processes, eligibility criteria 
and care pathways, support 
designed to meet the needs of 
parents and children based on 



assessments of needs and 
strengths, long term support 
where necessary and access to 
independent advocacy 

Guidelines for practitioners 
working with pregnant women 
and new mothers with 
learning disabilities (2013) 

NHS Highland Aimed at midwives, nurses, 
health visitors, G.P.s, Social 
Workers and Local Authority 
children’s teams.  CD Rom – 
outlines principles of good 
practice and assessment. 
Recommends practitioners 
have training and info on 
support and protection issues 
and should seek assistance 
with communication issues. 
Includes checklist for 
promoting best practice 

Pregnancy and complex social 
factors 
Clinical guideline (2010) 

National Institute for Health 
and Care Excellence (NICE) 

Includes women with learning 
disabilities, recommends 
improving communication and 
listening to their views. 
Guidance checked in 2018 – no 
update needed. 

Pregnancy and disability: RCN 
guidance for midwives and 
nurses (2007) 

Royal College of Nursing Guidance paper published in 
Book format. Advice includes 
disability awareness and 
etiquette, with examples of 
acceptable terminology. 
Emphasis on appropriate 
attitudes and communication 
skills. Includes four broad 
categories of disability 
including learning disability 
with illustrations of the type 
and variety of care needs with 
practice points providing 
detailed advice for adaptation 
according to each individual's 
needs. 

Good practice guidance on 
working with parents with a 
learning disability (2007) 

Department of Health & 
Department for Education & 
Skills 

5 principles of good practice, 
accessible information and 
communication, clear and co-
ordinated referral and 
assessment procedures and 
processes, eligibility criteria 
and care pathways, support 
designed to meet the needs of 
parents and children based on 
assessments of their needs 
and strengths, long-term 
support where necessary, 



access to independent 
advocacy 

Pregnancy and disability: RCN 
guidance for midwives and 
nurses (2007) 

Royal College of Nursing Advises a multi-professional 
approach, integrating support 
from specialists including 
nurses, social workers, speech 
and language therapists, 
occupational therapists, 
physiotherapists and 
psychologists where available.  

 

  



Resources aimed at professionals supporting parents with learning 
disabilities 
 

Resource: Organisation: Aimed at: Description: Notes 
Enabling 
Parenting 
with support 
(Chinn) 

Pavilion  Trainers and 
managers in 
learning 
disability, 
safeguarding 
teams, 
frontline 
workers in 
learning 
disability and 
children’s 
services 

CD Rom with 6 
modules 
including 
assessment, 
communication, 
teaching skills, 
safeguarding and 
working together 
to support 
parents with 
learning 
disabilities 

Written by an 
experienced 
clinical 
psychologist 

Special 
Parenting 
Service: 
Supporting 
parents with 
mild to 
borderline 
learning 
disabilities 
(2014) 

Cornwall 
Partnership NHS 
Foundation Trust 

 As well as 
providing 
bespoke training 
and 
presentations 
about best 
practice in 
working with 
parents with 
learning 
disabilities, has 
good practice 
guidance for 
supporting 
parents with a 
learning 
disability 
covering helping 
parents engage 
with services, 
communication 
tips and adapts 
interventions.   

 

Making the 
Difference 

Mencap Health 
professionals 
working with 
parents during 
pregnancy and 
early 
parenthood 

A one day 
training package 
covering issues 
considered by 
participants to 
be important 
when supporting 
parents with a 
learning 

Project is 
evaluated in 
document 
“Inclusive support 
for parents with a 
learning 
disability”  



disability. 
Included 
definitions of 
learning 
disability, a fact 
quiz, a case 
study, trios 
exercises, how to 
communicate, 
appropriate 
terminology and 
action planning. 

Supporting 
Parents with 
Learning 
Disabilities 

Anna Craft Trust Social workers, 
Care and 
support 
workers, 
Mental health, 
learning 
disability 
teams 
Health, 
Early years 
workers 

Explores good 
practice and 
early 
intervention and 
looks at 
challenges and 
barriers and the 
development of 
strategies to 
support.  Uses 
attachment 
theory in 
understanding 
relationships 
Focuses on the 
child raising 
element 

Anna Craft Trust 
provides some 
open training 
which is free, in-
house training 
which is £99 per 
delegate and 
bespoke training 
which is £645 per 
day  

Disability 
Matters 
Learning 
Package 

E-Learning for 
Healthcare (a 
Health Education 
England Programme 
working in 
partnership with 
the NHS) 

Those who 
work, 
volunteer or 
engage with 
disabled 
children and 
young people 
and their 
families 

Using words, 
pictures and 
signs, disabled 
children, young 
people and their 
families 
challenge us all 
to reflect on our 
own attitudes 
and beliefs.  
Includes 
practical tips. 

Disability Matters 
is based on 
evidence of best 
practice and has 
been written by 
leading experts in 
partnership with 
disabled young 
people and 
parent carers. 
There are 
resources pages 
at the end of each 
e-learning session 
that link to 
additional 
evidence based 
research to 
enable further 
reading. Not 
specific to 



learning 
disabilities 
Can be tailored to 
individual needs 
for 
teams/individuals 
free of charge 

Disability, 
Pregnancy 
and 
Parenthood 
website 

Disability, 
Pregnancy & 
Parenthood, a user-
led registered 
charity that 
promotes better 
awareness and 
support for disabled 
people during 
pregnancy and as 
parents. 

Mainly aimed 
at disabled 
parents but 
also has a 
section for 
professionals 

Intends to offer 
an introductory 
online training 
module for 
health care 
professionals  

Website section 
on people with 
learning 
disabilities not 
quite up and 
running. 
Has a community 
section with input 
from people with 
disabilities.  Not 
learning disability 
specific. 
 

Supporting 
parents with 
learning 
disabilities 
and 
difficulties: 
Stories of 
positive 
practice 
(2009) 

Working together 
with Parents 
Network. Norah Fry 
Research Centre 

 A booklet with 6 
stories of 
positive practice 
showing that   if 
parents are given 
support tailored 
to their 
particular 
learning styles 
and their family’s 
needs, they can 
parent 
effectively, 
despite the 
negative 
expectations and 
very real 
difficulties they 
face.  

The work of the 
services and staff 
described in these 
stories illustrates 
how the aims and 
provisions of the 
Children Act 1989 
(for England and 
Wales) and the 
Children Act 
(Scotland) 1995 – 
as set out in more 
detail in the Good 
practice guidance 
on working with 
parents with a 
learning disability 
(DH/DfES, 2007) 
and the Scottish 
good practice 
guidelines for 
supporting 
parents with 
learning 
disabilities (SCLD, 
2009) – can be 
put into practice 
for the benefit of 
parents and 
children alike 



Mothers with 
a learning 
disability: 
access, 
information 
provision and 
ongoing 
engagement 
in antenatal 
care 
(2013) 

The Polyanna 
Project, a health 
access and 
information 
consultancy (not for 
profit) working to 
develop 
information and 
education resources 

Health and 
social care 
professionals 

Pilot project 
(London and 
Cornwall) aimed 
at developing 
and testing a 
picture based 
resource and 
producing a 
report based on 
input from 
women with 
learning 
disabilities and 
their partners 
and 3rd sector 
support and 
advocacy 
organisations  

Report includes 
suggestions for 
improving care 
and 
recommendations 
for future work. 
Produced 
antenatal 
resources e.g. 
Appointment 
sheet. 
Suggestions 
included use of 
mobile phone 
apps, Text and 
phone reminders 
for appointment 
and E-learning 
and classroom 
education for 
professionals 
Emphasis on 
positive practice. 
Includes lists of 
useful 
organisations 

Royal 
Cornwall 
Hospital 
Maternity 
Training 
Needs 
Analysis and 
Training 
Matrix 
(2018)  
 

Royal Cornwall 
Hospitals NHS Trust  
 

Maternity staff Has identified 
the need to 
provide training 
to ensure staff 
are informed of 
how to support 
women and their 
partners who 
have learning 
disabilities. Also 
has a special 
parenting service 
running 
alongside the 
safeguarding 
service.  

Specific to 
Cornwall 
hospitals 

Supported 
Parenting: 
Refreshed 
Scottish Good 
Practice 
Guidelines for 
supporting 
Parents with a 
Learning 

Scottish Consortium 
for Learning 
Disability 

health, social 
work, 
education and 
third sector 
services 

Update of 2009 
guidelines 

Report 
recommends 
support should be 
pre-birth 
onwards, 
ongoing, whole 
family, focused 
on building 
strengths and in 



Disability 
(2015) 

context of wider 
familial and 
community 
environment 
Emphasises 
importance of 
accessible 
information and 
communication, 
co-ordinated 
work, support 
based on 
assessments of 
parents needs 
and strengths 

Skills Training A Skills platform 
which sources 
training and 
consultancy 

Health and 
social care 
professionals 
and students 

Includes learning 
disability 
awareness 
training and 
courses on 
specific types of 
learning 
disability. 

There is usually a 
cost involved. 

Learning 
Disabilities 
Core Skills 
Education and 
Training 
Framework 

Commissioned and 
funded by the 
Department of 
Health and 
developed in 
collaboration 
by Skills for Health, 
Skills for Care and 
Health Education 
England 

All staff who 
come into 
contact with 
people with 
learning 
disabilities 
including 
health staff 

Describes core 
skills and 
knowledge and 
links into 
relevant national 
occupational 
standards, skills 
frameworks and 
qualifications 

 

Making a 
Difference 
Toolkit 
(2014) 

Funded  by Health 
Education West 
Midlands, Mental 
Health Institute 
Learning, Education 
and Training 
Council 

Builds on the 
original 2009 
Toolkit to 
support access 
to healthcare 
for people 
with learning 
disabilities 
wherever it is 
delivered 

Includes videos 
and PowerPoints 
to be used as 
teaching 
resources – 
subjects such as 
going into 
hospital.  
Includes 
flashcards with 
pictures which 
can be used in 
medical 
scenarios.   

 

Finding the 
Right Support 
(2006) 

The Baring 
Foundation 

 A review of 
issues and 
positive practice 
in supporting 

 



parents with 
learning 
difficulties and 
their children 

Supporting 
Parents with 
Learning 
Disabilities 
Good Practice 
Guidance 
(2006) 

Change Commissioners 
and staff in 
children’s and 
adult’s services 

This guidance 
has been 
written to help 
commissioners 
and staff in 
children’s and 
adults’ services 
to support 
parents with a 
learning 
disability. It tells 
them how 
they should work 
together to 
make this 
happen 

 

Good Practice 
in Parenting 
Support for 
Parents with 
A Learning 
Disability 
(2013) 

De Montfort 
University, Leicester 

 This report set 
Out the results 
of a joint 
education and 
practice project.  
It mapped those 
involved in 
assessment and 
support, sought 
out examples of 
good practice 
and evaluated 
and piloted an 
assessment tool. 

 

Evaluation 
with 
expectant and 
new parents 
with children 
from 
pregnancy to 
age 5 years of 
CHANGE 
resources to 
support 
parents with 
learning 
disabilities  
(2011) 

NHS Health 
Scotland 

 The key aim of 
this evaluation 
was to establish 
the extent to 
which the 
CHANGE 
resources are a 
high quality 
accessible 
resource for 
parents with 
learning 
difficulties. 

Highlighted a lack 
of awareness of 
resources 
available 

Hammersmith 
& Fulham 

London Borough of 
Hammersmith and 

 To ensure 
appropriate 

 



Parents with 
Learning 
Disabilities  
JOINT 
WORKING 
PROTOCOL 
(2013) 

Fulham Learning 
disability service 

  Written for 
use by all 
statutory Adult 
and Children’s 
services, non-
statutory, 
private and 
voluntary 
sector 

support and 
effective inter 
agency working 
with child 
welfare 
paramount. 

Care in 
Maternity 
Patients with 
learning 
difficulties 
(2018) 

Surrey and Sussex 
Library and 
Knowledge Services 
and Surrey and 
Sussex Healthcare 
and NHS Trust 

 This evidence 
summary 
provides an 
overview of the 
training 
resources 
available to 
healthcare 
professionals 
caring for 
maternity 
patients with 
learning 
disabilities. 
 

 

Joint Protocol 
– working 
together to 
support 
parents with a 
learning 
disability 

Torbay Council and 
Torbay and South 
Devon NHS trust 

 Following on 
from Valuing 
people, ensuring 
services are 
reviewed and 
improved 

 

Mellow 
Futures pilot 
programmes 
in England 
and Scotland: 
Short joint 
report  
(2016) 

University of Bristol  Summarises 
Mellow Futures 
programme 
which includes 
pre birth and 
post birth 
parenting 
programmes and 
mentor support 

 

Supporting 
parents with 
learning 
disabilities 
and 
difficulties: 
Stories of 
Positive 
Practice 
(2009) 

Norah Fry Research 
Centre 

 Booklet 
produced with 
Working 
Together with 
Parents 
Network, looking 
at 6 families, 
concentrating on 
examples of 
good practice  

 



Easyonthei 
 
  

Part of the learning 
disability service, 
Leeds and York 
Partnership 

 Adapts health 
information for 
people with 
learning 
disabilities – has 
some general 
health leaflets  

 

  



Existing resources which could support parents with learning 
disabilities  
 

Apps 
Name Organisation Description Notes 
Baby Buddy 
App 

Best 
Beginnings 

Launched in 2014. 
Information is in bite 
sized chunks with clear 
language. Videos 
include practical 
subjects such as 
feeding and nappy 
changing. Includes an 
easy use dictionary 
where parents can look 
up meaning of 
technical words. 24/7 
resource which 
includes personalised, 
relevant updates, 
answering questions, 
helping with goal 
setting, signposting 
support and tracking 
progress.  

Not specific to parents with 
learning disabilities but 
recommended as a tool for them.  
Baby Buddy's literacy age 11 entry 
level means its easily accessible to 
those not in education, training or 
employment and those whose first 
language may not be English. 

Mum and 
Baby App 

First launched 
in 2014. 
Developed in 
partnership 
with women, 
partners, 
families and 
maternity 
staff by NHS 
trusts in North 
West London 

Enables a woman to set 
her due date, explore 
nearby maternity units, 
self-refer, access 
information, make 
personalised plans, track 
appointments. 

Not specific to parents with learning 
disabilities. 
Free to use. 
 
https://apps.apple.com/gb/app/mum-
baby/id887373841 

 

The DadPad 
app 

Inspire 
Cornwall CIC 

The DadPad was created 
by Inspire Cornwall CIC in 
2012.  They interviewed 
fathers, their partners 
and professionals about 
what they wanted to 
know and combined it all 
in the DadPad for dads-
to-be. It is available in an 
app or a book format 
 

Not specific to parents with learning 
disabilities  
https://thedadpad.co.uk/about-us/ 

 



Kicks Count NHS Interactive - enables 
parents to get to know 
their unborn baby’s 
regular pattern of 
movement. 

Not specific to parents with learning 
disabilities 
 
Free from NHS app library or standard 
app providers 

Family Assist NHS Provides a wide range 
of resources and 
services online and acts 
as a library of trusted 
evidence based 
information. Also acts 
as an information 
pathway for 
professionals, as 
information can be 
sent out and recorded 
using this.  Only 
available to mothers 
receiving maternity 
care in West Sussex 
Hospitals (some of the 
information is tailored 
specifically to the 
services provided by 
these hospitals). 

Not specific to parents with 
learning disabilities 
Available through NHS library 

 

Other Resources 
Name Organisation Description Notes 
NHS Fife Pregnancy 
Support Pack 
 

NHS Fife An accessible resource 
providing information 
given at each stage of 
a typical pregnancy in 
an easy to read and 
visual format, that 
aims to support 
parents with a 
learning disability to 
engage in their 
experience of 
pregnancy. 

Aimed at parents with 
a learning disability 

 
Free of charge – CD 
Rom 

Baby Steps NSPCC A programme which 
includes a home visit 
in 7th month of 
pregnancy. 6 Group 
sessions. After birth 
another home visit 
and 3 more group 
sessions.  Weekly 

 



texts, tips, pregnancy 
advice and support for 
sessions 

Parenting Collection -  
My Pregnancy, My 
Choice 
My Pregnancy, My 
Choice 
 

Change (a Human 
rights organisation led 
by disabled people) 

470 pages of easy 
read covering all 
aspects of ante-natal 
care from knowing 
you are pregnant to 
the first days with 
your baby, covers 
feeding, hygiene, 
safety, teething, 
health checks, 
vaccinations and 
managing baby’s 
routine 

£125 

Pregnancy and Me – 
from Bump to Baby 

Sherwood Forest 
hospitals NHS 
Foundation Trust 

A picture, photo and 
word based document 
to support a person 
with a learning 
disability during 
pregnancy. 

Very comprehensive 
and accessible.  
Covers first 
appointment, scans, 
health checks, 
development, 
preparing for birth 
and the birth. 

 

  



Research regarding professionals supporting parents with learning 
disabilities 

Research Description Main findings 
Kroese et al. 
(2019) 
Professionals’ 
views and 
experiences of 
working with 
parents with 
intellectual 
disabilities – a 
meta-
synthesis. 
Journal of 
Intellectual 
Disability 
Research 63 (7) 

A meta synthesis of 
four studies 

The findings of the studies included in this meta synthesis 
indicate a number of shared views and experiences amongst 
professionals as well as contrasting ones. A number of themes 
emerged including ‘power and control’, ‘justice and fairness’ 
‘empathy and compassion and ‘resilience’ 

Homeyard CE 
(2018) 

Adapting 
antenatal 
information for 
women with 
learning 
disabilities: an 
explanatory 
sequential 
mixed methods 
study of 
midwifery 
practice 

 

Doctoral Thesis Antenatal info generally not adapted by midwives, lack of 
knowledge, education and time prevented adaptation. Mothers 
with LD spoke positively about antenatal care generally but had 
difficulty understanding written info given during pregnancy  

 

 

Homeyard & 
Patelarou 
(2018) 
To what extent 
are midwives 
adapting 
antenatal 
information for 
pregnant 
women with 
intellectual 
disabilities? A 
survey of NHS 
trusts in 
England 

A cross-sectional 
study of midwives 
from acute trusts 
with maternity 
services 

Aimed to identify the existing antenatal information provision 
practices for pregnant women with intellectual disabilities in 
England. To identify how practices between and within local 
supervising authorities differed, and if midwives were adapting 
standard antenatal information for pregnant women with 
intellectual disabilities, including examples of accessible 
information being used. Concluded that reasonable adjustments 
to standard antenatal information for pregnant women with 
intellectual disabilities were not common practice. Most trusts 
did not have local guidelines in place or offer midwives post 
registration education to help support them in this requirement. 



Homeyard, C 
et al. (2016) 
Current 
evidence on 
antenatal care 
provision for 
women with 
intellectual 
disabilities: A 
systematic 
review  

Systematic Review – 
16 papers identified, 
most focusing on 
women’s experience 
of pregnancy and 
antenatal care, 
paucity of papers on 
midwives 
perspective 

Maternity care providers needs to make adjustments to services, 
so that antenatal communication, information and care is 
appropriate. Identified a lack of knowledge and need for 
guidance. 

Castell & 
Kroese 
(2016) 
Midwives’ 
experiences of 
caring for 
women with 
learning 
disabilities – a 
qualitative 
study 

Published in 
Midwifery  

This study explored the experiences of 9 midwives caring for 
parents with LD using IPA. They reported a lack of LD training, 
time constraints and feeling unsupported to deliver appropriate 
support resulting in safeguarding being an inevitable part of the 
process, though aware that the right support at the right time 
could improve parenting capacity  

Höglund  & 
Larsson  
(2015) 
Midwives' 
comprehension 
of care for 
women with 
intellectual 
disability 
during 
pregnancy and 
childbirth: An 
open-ended 
questionnaire 
study in 
Sweden. 
 

Cross-sectional 
study among 375 
midwives in Sweden 
published in Women 
and birth: Journal of 
the Australian 
College of Midwives.  

Individual, clear and repeated information together with 
practical and emotional support was important.  Extra time could 
be needed.  Midwives felt a dual responsibility to support 
mother-child contact and assess and identify any deficits in the 
caring capacity of the mother and involve other professionals if 
necessary.    

Beake et al. 
(2013) 
A mixed 
methods study 
to develop and 
pilot a 
competency 
assessment 
tool to support 
midwifery care 

A mixed methods 
study, including 
interviews and focus 
groups with 
midwives from a 
large inner city 
maternity unit and 
key experts, 
published in Nurse 
Education today. 

Concluded work to inform timely and appropriate care for 
women with ID has been neglected.  Use of a tool could aid 
assessment of midwifery competencies and highlight where 
further development was needed. 



of women with 
intellectual 
disabilities. 
 
Hoglund et al. 
(2013) 
Midwives’ 
knowledge of, 
attitudes 
towards and 
experiences of 
caring for 
women with 
intellectual 
disability 
during 
pregnancy and 
childbirth: a 
cross-sectional 
study in 
Sweden. 
 

A cross-sectional 
study among 600 
Swedish midwives. 

Although most midwives had experience of caring for women 
with ID, they were uncertain how to adapt and give advice and 
needed more knowledge.  Some midwives had negative attitudes 
regarding childbearing among women with ID.  Highlighted a 
need for service providers to encourage midwives to update their 
knowledge and provide supportive supervision.  

Wilson et al. 
(2013) 
The postnatal 
support needs 
of mothers 
with an 
intellectual 
disability  

Study published in 
Midwifery. 

Study suggests the structure and quality of the wider support 
networks of mothers are central and should be taken into 
account by professionals.  Need to provide information and 
advice in ways that validates mothers role as this can impact on 
mothers engagement with professionals 

Gibson  
(2013) 
Pre-
registration 
midwifery 
training: 
including 
learning 
disabilities 

Published in the 
British Journal of 
Midwifery  

Article describes the development and initial delivery 
of two half study days on the BSc in Midwifery Studies 

Walsh-
Gallagher et al 
(2013) 
Normalising 
birth for 
women with a 
disability: the 
challenges 

Published in the 
Journal Midwifery, 
this research was 
undertaken to 
explore the 
perceptions of two 
multi-professional 
teams in Irish 
hospitals (North and 
South) as to how 

Staff acknowledged their 'lack of competence, knowledge and 
skill' regarding disability and felt that, on reflection, their failure 
to consult and collaborate with disabled women contributed to 
their failing to provide individualised woman centred care to 
women with a disability. It concluded health and social care 
professionals' inadequate and fragmented education and training 
in relation to disabilities left them unprepared and ill equipped to 
empathise with and to meet the many and varied requirements, 
holistically, of disabled pregnant women and there is an urgent 
need for the development of protocols for health service 



facing 
practitioners 

maternity services 
to these mothers 
can be improved.  

providers to ensure that pregnant women with disabilities have 
access to appropriate support and maternity treatment. 
Additionally, there is a need for midwifery staff to respect client’s 
individuality and see them as a person first and the disability 
second. 

Porter et al. 
(2012) 
Developing the 
pregnancy 
support pack 
for people who 
have a learning 
disability  

Article describing 
project looking at 
accessible resources 
for a typical 
pregnancy.  
Published in British 
Journal of Learning 
Disabilities. 
Thematic analysis 
was used to 
evaluate the 
accessibility and 
acceptability of 
resources available.  

Adapted resources are helpful in supporting parents with 
learning disabilities to access essential information and to make 
informed decisions about their care.   

Clayton et al. 
(2008) 
Practitioners 
who work with 
parents with 
intellectual 
disability: 
Stress, coping 
and training 
needs 
 

Published in Journal 
of Applied Research 
in Intellectual 
Disabilities 
 

Study identified the stressors experienced by practitioners who 
work with parents with intellectual disability in Australia, 
investigate coping strategies and explore training needs so as to 
inform professional development for this group. Main stressors 
identified were workload, client-related difficulties and 
organizational structure and processes. Although practitioners 
indicated that they required additional training in 15 areas, one 
area was highlighted as particularly important, that is, tailoring 
interventions to individual parent needs and goals.  
 

 

  



Research including parents with learning disabilities 

Article Design & Aim Participants Main Findings 
We want to be parents like everybody 
else”: Stories of parents with learning 
disabilities 
 
Theodore et al 2019, UK 

 

Qualitative inclusive 
methodology. 
 
Aimed to collect stories of 
parents with LD to 
contribute to Mind the Gap 
creative output (Daughter’s 
of fortune) and also to add 
to the body of qualitative 
literature on the 
experience of parents with 
LD 

Interviews with 5 mothers 
and 3 fathers with LD.  
Children range from 2 – 29 
years. Two parents had a 
child under 5 years old (2, 
3). 

Parents reported experience of professionals 
making assumptions of their incompetence. 
Parents felt that they didn’t just have to be 
‘good enough’ but in fact ‘better’ than other 
parents. 
Supported what was reported in the good 
practice guidelines from the working together 
with parents network (2016) in terms of 
appreciating support that was long term and 
the benefits of advocacy. Parents often felt 
criticised and let down by service. Belief in 
their capabilities and encouragement was one 
of the most valued qualities of professionals. 
Parents reflected on seeing disability as a 
‘difference’ rather than being lesser. 
Father reported feeling ‘pushed out’ or even 
‘cheated’ in their role as a father. 

Exploring the prenatal experience of 
women with intellectual and 
developmental disabilities 
In a south-eastern Ontario family health 
team 
 
Xie and Gemmill, 2018 
Canada 
 

Retrospective analysis of 
routinely collected 
electronic medical record 
data. 
 
Aimed to identify 
psychosocial challenges 
facing pregnant women 
with intellectual and 
developmental disabilities 
(IDD)  

10 women with LD wo had 
received prenatal care 
from physicians 

Noted that many women with IDD had yes 
marked on their antenatal records for poor 
social supports, family violence, and parenting 
concerns. Women with IDD had pregnancies 
that were characterized by complex social 
environments, financial instability, discord 
between their perceptions and their 
physicians' perceptions, and stressful 
encounters with Child and Family Services. 
Concluded that the findings support previous 
research that pregnant women with IDD are a 
vulnerable population, at higher risk of 
adverse health outcomes. There is a need for 



specific care guidelines for health care 
providers, as well as additional resources and 
social supports. 
 

‘We both just wanted to be normal 
parents’: a qualitative study of the 
experience of maternity care for women 
with learning disability 
 
Malouf et al., 2017, UK 
 

Qualitative study using 
interviews 
 
Aim: To explore the lived 
experiences of pregnancy, 
childbirth, prenatal and 
postnatal care and services 
received by women with 
learning disabilities in the 
UK 
 

9 women who were 
pregnant or who had given 
birth in the UK in the last 3 
years 

Four superordinate themes: 
1) ‘I hate being treated differently’ – discusses 
positive experiences as well as experiences of 
being disempowered, i.e. excluded from 
conversations and decisions.  Participants 
suggest a need for training ‘I’d like people to 
be more aware and learn and train about what 
a learning disability is, so we don’t get 
mistreated and misjudged’ (Lisa). 
2) ‘I find it harder to understand than other 
people’ describes the range of difficulties 
reported by women in terms of understanding 
written and oral information, sometimes 
resulting in consenting to something they 
didn’t understand. Highlights failures to adapt 
standard care to meet needs of mothers with 
LD still exist in spite of previous research and 
guidelines. 
3) ‘We’ve had to prove ourselves’ describes 
how becoming a mother had been 
overshadowed by the requirement to 
demonstrate their ability to be good-enough 
parents. The strain and inequity of becoming  
parents under the judgemental gaze of the 
health and social care professionals. All 
mothers had involvement of social services 
and would have liked improved explanation. 
Reference from some to guilt and 
disappointment of losing children. 



4) ‘Make sure you’ve got very good support 
around you’ describes women’s account of the 
importance of family and professional support 
if you are going to succeed. Some positive 
accounts of professional support. Feelings that 
they had not been given enough support on 
how to be a mother before being assessed on 
their parenting. 
 
Concluded that with support from family and 
services, learning disabled women can become 
confident and successful parents. Maternity 
services should make reasonable adjustments 
when providing care to this group, including 
adapting to their individual communication 
and learning needs: allowing sufficient time in 
appointments, offering clear explanations of 
each aspect of care and sensitive support for 
autonomy and fully informed choice. Mothers 
who will be subject to a social care assessment 
of their parenting skills need clear information 
about the process, their choices and the level 
of skill they must demonstrate, as well as 
access to sufficient antenatal and postnatal 
support to give them the best possible chance 
of passing the assessment. 

Mothering with an Intellectual Disability: A 
Phenomenological Exploration of Making 
Infant-Feeding Decisions 
 
Guay, Aunos  & Collin-Vézina, 2017 
Canada 
 

Phenomenological 
approach using in-depth 
interviews 
 
Explores experiences of 
mothers with intellectual 
disability in making and 

4 mothers with intellectual 
disability 

Results 
Analysis focused on making and carrying out 
infant-feeding decisions. Three sub-themes of 
making infant-feeding decisions emerged: 
being familiar with benefits of breastfeeding, 
owning the initial decision and preparing for 
infant-feeding. Two sub-themes of carrying 



carrying out infant-feeding 
decisions 

out infant-feeding decisions transpired: facing 
challenges and receiving support. 
 
Conclusions 
The prenatal period was a crucial time for the 
mothers regarding infant-feeding decisions. It 
is the time in which they felt the most 
decision-making power, yet opportunities to 
prepare for possible challenges were missed. 

‘Normal people can have a child but 
disability can't’: the experiences of 
mothers with mild learning disabilities 
who have had their children removed 
 
Gould  & Dodd, 2017, UK 
 
 

An Interpretative 
Phenomenological Analysis 
using interviews. 
 
Aimed to gather 
perceptions of mothers 
with mild learning 
disabilities and their 
experiences of having had 
their children removed 

9 mums who had their 
children taken away from 
their care (age of 
children?) 

Findings reveal the struggles mothers with 
learning disabilities faced being ‘suitable 
mother’ – including presumed incompetence 
and scrutiny of parenting. Participants' 
responses to having had their children 
removed are looked at and support reviewed. 
Finally issues of power were highlighted 
throughout Participants' accounts and the 
impact of this is discussed. Clinical implications 
indicate areas for service improvement. 
 

Fathers with learning disabilities and their 
experiences of adult social care services  
 
Dugdale and Symonds, 2017 
UK 
 
 

Qualitative interview study Eight fathers were 
interviewed.  Their ages 
ranged from 26 to 60 
years. They had 18 
children between them 
and three of them had 
become grandfathers. 

This study found continuing gaps in how social 
care services are coordinated, with the 
consequence that fathers with learning 
disabilities were almost invisible.  At a practice 
level, it recommends adult social care services 
should identify who the father is at the point 
of referral and engage him in conversations 
about his emotions on becoming a father, on 
being a father and how he can best be 
supported to manage the practical tasks of 
parenthood. 
 



Current evidence on antenatal care 
provision for women with intellectual 
disabilities: A systematic review  
 
Homeyard, C et al., 2016 
 
 

Systematic Review  
 

16 papers identified, most 
focusing on women’s 
experience of pregnancy 
and antenatal care, paucity 
of papers on midwives’ 
perspective 

Identified that women with LD struggle to 
understand predominantly text-based 
antenatal information 
 
 

How Do Women with an Intellectual 
Disability Experience the Support of a 
Doula During Their Pregnancy, Childbirth 
and After the Birth of Their Child?  
 
McGarry, Kroese & Cox, 2016 
 
UK 
 
 

Interpretative 
phenomenological analysis 
of interviews  

Four women with learning 
disabilities and 3 doulas. 

The findings of this qualitative research 
indicate that mothers with intellectual 
disability experience Doula support as positive, 
helpful and informative. Their descriptions of 
the intervention indicate it was perceived as 
competence enhancing and parents reported 
to be supported in learning new skills and 
routines and in making decisions for 
themselves and their babies. They had 
developed trusting relationships with their 
Doulas and did not feel patronized. Although 
further research needs to be conducted, these 
initial results suggest that the doula model of 
support during pregnancy, birth and the post-
natal period can be beneficial for mothers with 
intellectual disability. 

Women with disability: the experience of 
maternity care during pregnancy, labour 
and birth and the postnatal period 
 
Redshaw et al., 2013, UK 
 
 

Secondary analysis of a 
survey of 24,155 mothers 
in 2010.Aim: to obtain a 
picture of disabled 
women’s recent use of and 
experience of maternity 
care 

Included 120 women with 
LD (Also include groups 
with physical, mental, 
sensory disabilities). 

Women with learning disability were 
significantly less likely to see a health 
professional by 12 weeks gestation (85% vs. 
95%) and were no more likely to have higher 
numbers of antenatal checks, scans or 
screening than non-disabled women (Table 5). 
However, perceptions of care were less 
positive, with markedly fewer learning 
disabled women feeling that they were always 
spoken to in a way they could understand 



(66% vs. 84%), involved in decisions about 
their care (63% vs. 74%) and always given help 
after contacting a midwife (58% vs. 73%) 
compared with non-disabled women. 
Although this group were less likely to have 
positive views of specific aspects of their 
pregnancy care, almost all rated their overall 
antenatal care as good or better (93%). 

Struggling for motherhood with an 
intellectual disability--a qualitative study 
of women's experiences in Sweden. 
 
Höglund & Larsson, 2013 
Sweden 
 
 
 

Qualitative study using 
interviews 
 
Aim: to gain a deeper 
understanding of the 
experiences of childbearing 
in women with intellectual 
disability (ID). 

10 women with ID, who 
had given birth within 
seven years, were 
interviewed twice and data 
were analysed with 
content analysis. 

Conclusions: 
Women with ID struggle for motherhood and 
fear losing custody of the child. Professionals 
need to identify and support these women, 
who may not always disclose their diagnosis. 
Since pregnancy, delivery and the transition 
into motherhood can be difficult to 
understand, information and support should 
be better tailored to their needs. 

Mothers with intellectual disabilities: 
interactions with 
children and family services in Ireland 
 
Sheerin, Keenan & Lawler, 2013 
UK 
 
 

A qualitative descriptive 
design using 
semi-structured interviews 

Four women (aged 19-27) 
Three of the women had 
given birth in the 
preceding 2 years (early 
motherhood), and one had 
given birth in the 6 months 
prior to interview (post-
natal). 

Traditionally, women with intellectual 
disabilities have faced challenges in accessing 
effective public health services and social 
service provision during pregnancy and early 
motherhood. The authors report on the 
experiences of four women with intellectual 
disabilities in their interactions with childcare 
services in the Republic of Ireland. They 
discuss the women’s feelings of isolation, fears 
of losing their children 
and the disempowering effects of inadequate, 
ubiquitous responses adopted by many 
professionals and services. This study 
recommends a person-centred, rights based 
approach to meeting the needs of these 
women. 



Mothers with learning disability: access, 
information provision and ongoing 
engagement with antenatal care. A pilot 
project developing antenatal resource 
 
Gaudion et al., 2013 
UK 
 

A small pilot project, 
conducted in London and 
Cornwall 
 
To assess the information 
and communication needs 
of antenatal women with a 
learning disability and pilot 
a picture based local and 
individualised appointment 
sheet for antenatal care 

Interviews with 10 staff 
(national campaigning, 
advocacy and support 
organisations) 
 
Interviews with 8 parents 
(7 mothers and 1 father – 
think all in Cornwall – 
don’t think it says how old 
their children are). 

Recommendations: 
Consider if antenatal appointments could be at 
home (transport difficulties).  If in hospital, 
they should be at the start or end of clinic with 
extra time allowed. Avoid ticketing system in 
clinic. 
Continuity of midwife/midwifery team.  Co-
ordinated appointments and communication 
between maternity and other professionals 
involved in their care. 
Midwives with little knowledge or experience 
of disabilities should seek support from 
disability advocacy organisations or women 
with LD 
Midwives need confidence to wait and listen 
for answers rather than prompting and should 
avoid idioms and acronyms. Be literal. 
Give less information in each appointment and 
use simple language as well as pictures or 
drawings to aid understanding. Invite partner, 
family member or advocate to appointment. 
Pictorial and local antenatal sheets were well 
received.  Suggests other pictorial information 
should be locally relevant where possible. 
More support for midwives: e-
learning/classroom teaching where parents 
with a LD share their experience. 
Use maternity notes to full potential to record 
women’s individual needs 
Text/telephone reminders for appointments 
Simple reminders of key points and signpost to 
other resources/support 



Discussion prompts to give to women such as 
those produced by change and the Pollyanna 
project 

Developing the pregnancy support pack for 
people who 
have a learning disability 
 
Porter, Kidd, Murray, Uytman, Spink &  
Anderson 2012 
UK 

Development and 
evaluation (thematic 
analysis of interviews) of 
antenatal resources for 
parents with LD 

39 health professionals 
from the midwifery service 
5 mothers with LD took 
part in the research 

The literature agrees that an increasing 
number of people who have a learning 
disability have children. This group of parents 
are expected to fit into existing health 
services and are disadvantaged when 
presented with complex information 
regarding pregnancy and birth. There is a 
dearth of information in relation to accessible 
information on antenatal care and consent to 
medical procedures for parents with learning 
disabilities, despite this being a 
recommendation by best 
practice guidelines on working with parents 
who have a learning disability (SCLD, 2009; 
Department of Health and the Department of 
Education and Skills (DoH DfES) 2007; 
Department of Health 2009). This project aims 
to redress this balance by developing 
accessible resources for a typical pregnancy. 
Thematic analysis is used to evaluate the 
accessibility and acceptability of the resources 
from a professional and service user 
perspective, and identified themes are 
discussed. Results suggest that 
adapted resources are helpful in supporting 
parents with learning disabilities to access 
essential information about their pregnancy 
and to make informed decisions 
about their care. They support the interaction 
between parents and maternity services, 



resulting in a more effective and efficient care 
process. Implications for further research and 
developments are discussed. 

“That's who I choose to be”: The mother 
identity for women with intellectual 
disabilities  
 
Mayes, Llewellyn and McConnell, 2011 
Australia 
 

Phenomenological study 
into becoming a mother for 
women with intellectual 
disabilities.  

17 women with ID were 
interviewed in the second 
and third trimesters of 
their pregnancies 

The women’s experiences suggest that their 
social networks are integral to the 
development of the Mother identity. As 
mother, the women with intellectual 
disabilities in this study aligned themselves 
with a key person in their social network who 
advocated for and supported them as the 
central figure in the life of their babies 

Misconception: The Experience of 
Pregnancy for Women with Intellectual 
Disabilities 
 
Mayes, Llewellyn and McConnell, 2011 
Australia 
 
 
 

Same dataset as above 
paper but focused on 
experience of pregnancy  

3 women’s stories of 
pregnancy 

Three key themes of the pregnancy 
experience for these women are illuminated. 
First, through experiencing their pregnant 
bodies the women began to understand 
themselves as mothers. Secondly, the women 
actively made decisions regarding how their 
baby would be cared for. Thirdly, the women 
involved trusted others in these important 
decisions. 
 
HCPs need to be vigilant against projecting 
pejorative beliefs about the decisions 
women with intellectual disabilities make for 
and about their babies. These attitudes are 
apparent in the women’s stories and the 
women are painfully aware of them. 
The short-term nature of many disability 
support services may be unhelpful 
for providing women with support to make 
significant decisions for and 
about their unborn babies.  
 



The ambiguity of disabled women's 
experiences of pregnancy, childbirth and 
motherhood: A phenomenological 
understanding 
 
Walsh-Gallagher, Sinclair,  
Mc Conkey, 2011 
 
UK 
 

Qualitative interviews 
analysed using IPA 

17 pregnant women in 
Ireland who had a physical, 
sensory and/or intellectual 
disability 

Women with learning disabilities received a 
mixed reaction to being pregnant feeling that 
professionals viewed them as a liability and 
labelled them ‘’high risk’. 
 

Pre-partum distress in women with 
intellectual disabilities 
 
McConnell, Mayes & Llewellyn 2008 
Australia 

Journal of Intellectual & 
Developmental Disability, 
June 2008; 33(2): 177–183 

 Measures depression, anxiety and stress in 
pregnant women with ID with more than one 
third reporting moderate to severe symptoms 

 

 



Appendix 15 - Summary of Changes made to Toolkit and Maternity 
Passport after consultation. 
 

 
Changes Made to Toolkit Changes Made to Maternity Passport 
Title changed to fit in with Report Title  Maternity Passport should be kept with handheld 

notes added to front  
Photo on front page removed and replaced with 
Together Project logo 

Colours changed so it does not resemble a traffic 
light system which some found confusing  

Colours changed so it does not resemble a 
traffic light system which some found confusing 

Professional contacts moved from back to nearer 
front 

Advisory group titles updated to reflect 
changing roles 

Inclusion of husband/partner details  

Symbols with link added, so practitioners can 
click through to relevant pages in document 

Named doctor for pregnancy added  

Definition of terms added Explanation of advocate included  
Layout changed to make it more accessible 
Some unnecessary content removed to make 
document “less wordy” 

Visit to labour ward now includes date 

Questions for reflection changed to for 
reflection and discussion 

Possibility of visit to Special Care Baby Unit 
included  

Actions and Questions now within each section 
with printable sheet 

Date I met health visitor added  

Values – The Values of “Respect” and “Trust” 
amended. Respect now mentions “treating in 
an ethical way”, Trust now mentions “honest” 
sharing of information 

Wording changed to “we would like the 
following” for all plans  

The possibility of safeguarding and the support 
needed for parents if potentially a child is 
removed acknowledged, with a link to suitable 
resources given 

Sentence put in acknowledging pain relief may 
have to change during labour  

Links to specialist resources (Islamic and prison) 
removed  

How do I want to feed options now 
breast/bottle/both  

 Unmet needs section removed 
 Other useful contacts now include Mencap 

helpline and Samaritans  
 Medical Needs column changed to a tick list 

which will highlight the need, so maternity 
professional can then check on notes for details 

 List of practical tasks (such as changing a nappy) 
added showing if it has been demonstrated, 
practised and level of ability.  

 

 



 

                 

 
 
 
 
 
 

 

 

 

The Together Project 

Supporting the Delivery of Good Practice in Maternity Services 

for Parents with Learning Disabilities 

 

GUIDELINES & TOOLKIT 
 

 

July 2020 



 

 

Introduction 
 
 

 
 
An introduction to the Together Project Toolkit and its contents  

 

Identifying needs 
 

A practice discussion, actions, and questions for reflection addressing: 
‘How will I know if the parent I am caring for has a learning disability and 
how will I identify their needs?’ 

 

Preparing for 
parenthood 

 
A practice discussion, actions, and questions for reflection addressing: 
‘How can I prepare people with a learning disability to be the best parents 
they can be?’ 

 

Supporting 
the journey 

 

  
A practice discussion, actions, and questions for reflection addressing: 
‘How can I work in partnership with parents with learning disabilities to 
support and enable them throughout their journey to becoming parents and 
beyond?’ 

 

Together 
Values 

 
The values underpinning the Together Project Toolkit  
To print and display 

 

Guidelines 
 

 
Together Project Guidelines to support maternity care for parents with 
learning disabilities 
To print and display 

 

Action  
checklist 

 
 

 
Action checklist: 
Things you can do to ensure good maternity care for parents with learning 
disabilities   
To print and complete 

 

Questions for 
reflection 

 
 

 
Questions for reflection: 
Points you can discuss with your colleagues to ensure good maternity care 
for parents with learning disabilities   
To print and discuss 
 

 

Tools 
 

  
Useful resources or ‘tools’ to support you in delivering good care for parents 
with learning disabilities 

 

Together 
Team 

 

 
The project team and the advisory group who have worked together with 
parents with learning disabilities and health and social care professionals to 
co-produce the Together Project toolkit. 
 

 

  



 

INTRODUCTION  
The birth of a baby is a life-changing experience, in which you, as a member of the 
maternity care team, make a significant contribution.  

It is estimated that 1.5 million people in the UK have a learning disability (Mencap 2020) and 
7% of people with learning disabilities go on to be parents (www.bestbeginnings.org.uk).  
Health Education England have funded The Together Project to co-produce evidence-based 
Guidelines and a Toolkit to enable you to support parents with a learning disability in a 
positive, respectful and enabling way. Values underpin our toolkit and are at the heart of all 
the work we have completed. 

To prepare this toolkit we have reviewed existing research, resources and policies to see what 
works well.  We have also interviewed health and social care professionals with recent 
experience of working with parents with learning disabilities, parents with learning 
disabilities themselves and their informal supporters/carers about their maternity 
experiences.   

In this Toolkit, we focus on three elements of practice essential to delivering good maternity 
care to parents with learning disabilities: Identifying need; Preparing for parenthood; and 
Supporting the journey to baby and beyond.  We will consider each area in terms of a 
question: 

 

 

 

 

How will I know if the parent I am caring for has a 
learning disability and how will I identify their 

needs?

How can I prepare people with a learning disability 
to be the best parents they can be?

How can I work in partnership with parents with 
learning disabilities to support and enable them 

throughout their journey to becoming parents and 
beyond? 

Identifying 
need 

Preparing 
for 

parenthood  

Supporting 
journey 

to baby & 
beyond 



 

For each of these three elements of practice, we will provide a practice discussion followed 
by actions for you to complete and questions for you to reflect on and discuss with 
colleagues. At the end of the toolkit there are useful resources or ‘tools’ to support you in 
delivering good care for parents with learning disabilities.  

We recommend that you work through each element of practice in this toolkit and explore 
the resources we have identified. You can do this alone but, if possible, work with members 
of your team. We recommend too that you revisit the toolkit regularly and learn from 
feedback from your colleagues, people in your care and their family members and friends.  

After you have familiarised yourself with the toolkit, you may in clinical practice wish to go 
straight to the action checklist and questions for reflection.  You can print these to record 
your actions and guide discussions for each parent with a learning disability who you support.  

We recommend that you print the guidelines and the Together values and display them for 
you and your colleagues to refer to when considering how to deliver good maternity care to 
parents with learning disabilities.  

The Together Project was led by the University of Surrey and made possible by the generosity 
of members of the Advisory Group whose combined expertise and experience make this 
guidance possible.  We hope you find the contents helpful. 

 

Dr Anna Cox, School of Health Sciences, Faculty of Health & Medical Sciences, University of 
Surrey, Guildford, Surrey GU2 7YH 

E: a.cox@surrey.ac.uk     Twitter: @annaclarecox @ICEObservatory  

 

  

Note regarding terms within the Toolkit: Whilst ‘intellectual disabilities’ is also used in the 
field, ‘learning disabilities’ was the preferred terminology of the Together Project.  This 
toolkit uses Mencap’s definition of a learning disability, this is a broad, inclusive definition 
and was recommended by our advisory group. It states: 

 “A learning disability is a reduced intellectual ability and difficulty with everyday 
activities – for example household tasks, socialising or managing money – which affects 
someone for their whole life.” (Mencap, 2020) 

The term ‘parent’ is used within this toolkit to refer to both current and expectant parents.  

The term ‘informal supporter/carer’ is used to refer to a person who supports or cares for 
the parent with a learning disability. This could be a family member, friend, neighbour or 
other person known to the parent with a learning disability.   

  

mailto:a.cox@surrey.ac.uk


 

 

 
 

 

How will I know if the parent I am caring 
for has a learning disability and 
how will I identify their needs?  

 
 

“…we’re often faced with is when there’s no diagnosis but it’s kind of more apparent that 
there might be a learning disability… for a parent. So, kind of being able to judge and, you 
know, on meeting parents and working with them kind of gauge their level of learning and 
their ability to kind of learn and take on that learning.” [TTP06 – Deputy Service Manager]  

“…I do have obviously learning difficulties where sometimes I do sort of, I go to the point of 
going, sort of what did you mean about that, or I didn’t quite sort of understand it” [TTP13 – 
mother with learning disabilities] 

 

Practice discussion - identifying need: 

Recognising when a person in your care has a learning disability is not always easy.  Health 
and social care professionals interviewed for our project noted that they often had to think 
beyond diagnoses, to include parents who struggle to learn and retain new information and 
skills in a way that impacts on their day to day lives.  Parents may not have an official diagnosis 
but can still need support because of a learning disability. 

A learning disability may not always be obvious.  A parent can present as if they are taking in 
information but, they may not have understood what is being said.  Sometimes a parent will 
try to hide a learning disability because they fear judgement from others.  Sometimes they 
will not be aware that they have a learning disability.   

If a parent appears to have a learning disability, then further conversation can ascertain any 
reasonable adjustments which need to be considered.  Within maternity services, a 
reasonable adjustment may mean changing the way you provide information or allowing the 
parent extra time. This is discussed further in the next section on personalised preparation 
for parenthood. If a parent would benefit from adjustments, this information should be 
recorded in their hospital notes so that it can be shared with everyone involved in supporting 
the parent, and there is no need for the parent to repeat their needs.   

  

Identify 

need 



 

 

Actions – identifying need: 

• Refresh your understanding of what a ‘learning disability’ is and the differences 
between learning disabilities, neurological conditions, autism, mental health 
conditions and learning difficulties. 

• Find out whether you need to make any reasonable adjustments to your practice at 
the booking in appointment, or as soon as possible if they are later in their journey. 

• Record details of the reasonable adjustments required by the parent/s in the maternity 
notes and in the maternity passport. 

 

Questions for reflection and discussion – identifying need: 

 Have I considered whether the parent/s require reasonable adjustments to be made, 
regardless of whether they are known to have a diagnosed learning disability? 

 Have I ensured that other factors such as age, poor mental health, being in care etc 
have not overshadowed the parent/s’ need for a different pathway of maternity care? 

 Did I adopt a positive mindset, and focus on the parent/s’ strengths and capabilities? 
 Did I try to get to know the parent/s by asking key questions and listening to their 

answers carefully? 
 Have I given the parent/s a chance to explain to me what they understood from the 

consultation? 

  



 

 
 

How can I prepare people with a 
learning disability to be the best 
parents they can be? 

 

‘Parenting is really hard, full stop [laughs]. No matter who you are, parenting is, you know, a 
bit of a minefield and a bit of a scary experience and birth and all that sort of stuff. But to 
have a learning disability, you know, and the stigma and the lack of support that goes with 
that and the lack of understanding and equality, I think is really quite difficult.[..]..they’d never 
[sighs and pauses] treated her differently because of it, so they’ve treated her like, you know, 
everybody else. But actually, she needed to be treated differently to make it equal, you know 
what I mean?’ [TTP03 – Community Support Worker] 

(talking about participating in a specialist parenting course) “It was really good. Some things 
I already knew but there was a lot, like a few bits I didn’t know.” [TTP15 – mother with 
learning disabilities] 

Practice discussion – preparation for parenthood: 

As the quote above suggests, parenting can be a challenge for everyone, but perhaps more 
so for a parent with learning disabilities. As the “Better Births” report states, every woman, 
every pregnancy, every baby and every family is different and therefore quality services must 
be personalised (National Maternity Review, 2016).  Unless people with learning disabilities 
are prepared for parenthood in a way that is meaningful to them, they are not receiving a 
fair opportunity to succeed at raising their children. In the previous section, we looked at 
ways of recognising the needs of the parent with learning disabilities.  In this section we shall 
look at ways health and social care professionals can, with an understanding of the needs of 
each parent, provide personalised preparation for parenthood.   

The existence of local maternity pathways for parents with learning disabilities are seen as a 
step towards promotion and optimal implementation of appropriate midwifery care (Beake, 
Clark, Turner, & Bick, 2013) and are recognised as a feature of good practice (WTPN, 2016).  
Examples of care pathways are given in the resources at the end of this section. Interviews 
with health and social care professionals, parents and informal supporters/carers suggest 
that preparing a person with learning disabilities for parenthood requires potential 
adjustments to communication, information and the time and space allotted.     

Preparation 
for 

parenthood 



 

Actions – preparation for parenthood: 

• Check if a local maternity pathway exists for parents with learning disabilities and if 
so, ensure that this pathway is followed; 

• Consider the scheduling, length and environment of future appointments around the 
needs of the parent/s to make sure they have sufficient practitioner time/contact to 
enable full explanations and to check understanding; 

• Give verbal explanations and/or demonstrations about aspects of pregnancy 
matched to the needs of the parent/s; 

• Provide antenatal and postnatal information in an appropriate format; 
• Discuss suitable antenatal and postnatal education/preparation classes with the 

parent/s; 
• Provide information on safeguarding and reducing risk in an appropriate format. 

 

Questions for reflection and discussion – preparation for parenthood: 

 Have I considered whether the parent/s may need more practitioner time?   
 Did I ask the parent/s what time of day is best for future appointments? For example, 

did I ask if they need an appointment at a time of day when they can use a disabled 
person’s travel pass, or whether future appointments need to be optimally scheduled 
around other commitments such as college?  

 Did I ask the parent/s whether they prefer a quiet or low sensory environment for 
appointments? 

 Did I ask the parent/s how they like to be communicated with?  For example, did I ask 
if they prefer short sentences, or visual prompts?  

 Have I used any metaphors or figurative speech that may have caused confusion? 
 Have I asked the parent/s about their preferred learning style?  For example, do they 

learn best from mirroring, side by side work, videos, conversation, game playing, using 
apps or social media? 

 Did I ask the parent/s about their preferences for information style?  For example, 
whether they like information in easy-read, pictorially, or audio information? 

 Have I considered what the best antenatal and postnatal preparation environment 
would be for the parent/s?  For example, would they prefer individual visits, peer 
support, specialised groups or classes?  Can they interact well with others or would 
they prefer one to one support?  Is focus an issue, would shorter sessions be better? 
Would the presence of fathers in the group be an issue? 

 

  



 

 
 

 

How can I work in partnership with 
parents with learning disabilities to 
support and enable them throughout 
their journey to becoming parents and 
beyond?  

 
‘Overall it was just ensuring as well that everyone was sort of linked up with each other, 
because I think sometimes, you know, with parents with learning disabilities they might have 
lots of different people involved, so their parent might have a Social Worker, their child or 
unborn child might have a Social Worker, and then they’ve got the hospital person, they might 
have previously had community learning disability team involved, so it’s, I think part of it as 
well is with the person’s permission, ensuring that everyone’s keeping up communication’ 
[TTP12 – Learning Disability Nurse / Health Visitor]  

 “Just the support really from people, from basically the word go, just it’s just nice having the 
support like because some people feel that if you don’t have the support you feel like you’re 
on your own [TTP13 – Mother with learning disabilities] 

 

Practice discussion – supported journey to baby and beyond: 

We know that parents with learning disabilities can and do become good parents, but they 
require sufficient support to do so. The support needed by parents with learning disabilities 
may include practical support and emotional support and it may involve a network of health 
and social care professionals, community organisations, family and peer support.  Ideally the 
support should be available through the parenthood journey including pre-conception, 
during pregnancy, during the birth and after the baby is born.   

The type of support needed will vary from person to person and may change as 
circumstances change. However, as an optimum response, our guidelines recommend 
practitioners adopt a proactive and positive approach to providing support.  This means 
working with parents to build on strengths, identify where support may be needed and 
addressing any gaps in support. The Together Project interviews suggest the importance of 
trusted relationships with one agenda – a positive outcome for parent and child. This includes 
professional groups working together and sharing information in a way that supports parent 
and child.  The involvement of children’s social services should be considered as a supportive 

Supported 
journey to 
baby and 
beyond 



 

measure.  Working together also refers to professionals working to build trusted 
relationships with parents with learning disabilities.  The interviews conducted with parents, 
informal supporters/carers and professionals suggested that trusted relationships are built 
in part by continuity of carer.  

Parents need to be at the centre of their journey to parenthood, while they need a safety net 
of support this should enable the parent rather than controlling them. To truly enable a 
parent with learning disabilities, we recommend a positive mindset is adopted together with 
a focus on the strengths and capabilities of people with learning disabilities and the belief 
that with the right support in place they may flourish as parents.  

 

Actions – supported journey to baby and beyond: 

• Discuss with colleagues and the parent/s whether the involvement of children’s 
social services would support the parent/s to prepare for parenthood;  

• If safeguarding concerns have been raised and there is a possibility that the child may 
be removed, ensure the parents are given appropriate information and support; 

• Make the parent/s aware of who their named midwife is and how to contact them, 
this should be written in their notes and their maternity passport; 

• Identify a single point of specialist support and provide parent/s with their name and 
how to contact them, this should be written in their notes and maternity passport; 

• Provide parent/s with information on who to contact in different circumstances; 
• Consider the value of an antenatal appointment with a Health Visitor and set this up 

for the parent/s if appropriate;  
• Discuss with the parent/s their need for advocacy. This should focus on supporting 

the parent/s as well as safeguarding their child;  
• Consider with the parent/s whether third sector support is needed and provide 

parent/s with details. 
 

Questions for reflection and discussion – supported journey to baby and beyond: 

 Did I adopt a proactive and empowering approach to ensuring the parent/s receive 
sufficient and appropriate support? 

 Am I working together effectively with other professionals, for example am I sharing 
the necessary information to enable us to provide parent/s with optimum support? 

 Have the support needs of the whole family been met?  For example, has the father 
been included in communications and have his needs been addressed? 

 Do I know who the specialist learning disability contact is within the trust and have I 
made contact? 
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Values underpinning Together Project Guidelines  

 
  

• Trust and honest sharing of information is central to 
the development of supportive relationships between 
professionals and parents with learning disabilities

Trust

• Professionals need to adopt a strengths-based 
approach and avoid making assumptions and enacting 
discrimination

Open-
mindedness

• Professionals require a gentleness and compassion as 
parents with learning disabilities may feel fearful of 
losing their child

Gentleness

• Parents with learning disabilities should be able to 
exercise the maximum amount of choice and control 
possible

Enablement

• Professionals need to allocate sufficient time and space 
to understand and respond to the needs of parents 
with learning disabilities

Time

• Professionals need to listen and learn about the 
individual needs and experiences of parents with 
learning disabilities

Humility

• Parents with learning disabilities have equal right to 
having their needs met by maternity servicesEquality

• Parents with learning disabilities should always be 
treated in an ethical way with respect for their 
instrinsic dignity

Respect



 

 

Together Project 
Guidelines: 

to Support Maternity Care for 
Parents with learning 

disabilities 
 

 
 



 

 
 

Identifying 
Needs 

• All health and social care professionals engaging with maternity services require an awareness of what a ‘Learning disability’ is and 
the differences between learning disabilities, neurological conditions, autism, mental health conditions and learning difficulties but 
recognising the need for reasonable adjustments could be similar across these groups; 

• The need for reasonable adjustments should be ascertained respectfully at the booking in appointment.  The process should be 
transparent and enable the individual to propose options and solutions; 

• A strengths-based approach should be adopted, acknowledging the person's learning disability but shifting focus to the potential of 
the individual to parent their child rather than a focus on limitations; 

• Details of reasonable adjustments required should be recorded in the maternity notes; 
 
 

Preparing 
for 

parenthood 

• Local maternity pathways for parents with learning disabilities should be developed and followed; 
• The scheduling, length and environment of future appointments should be considered around the needs of the parent to ensure 

sufficient practitioner time/contact to enable full explanations and to check understanding; 
• Verbal explanations or demonstrations about aspects of pregnancy and care should be given using various resources matched to 

parent/s’ needs;  
• Antenatal information should be provided in an appropriate format; 
• Appropriate antenatal education/preparation classes should be discussed with parent/s; 
• Postnatal information should be provided in an appropriate format; 
• Appropriate postnatal/parenting classes should be discussed with parents; 
• Information on safeguarding and reducing risk should be provided in an appropriate format; 

 
 

Supporting 
journey 

to baby & 
beyond 

• Adopt a proactive and enabling approach to ensure the parent/s receive sufficient and appropriate support; 
• Consider interprofessional relationships and communication systems, aspire to a common agenda that recognises the support needs 

of the entire family; 
• Discuss the need for and the availability of specialist support within the trust and the community and reach out as required; 
• Discuss the potential involvement of children’s social services to support the parent/s to prepare for parenthood;  
• Identify a named midwife and how to contact them; 
• Identify a single point of specialist support and how to contact them; 
• Provide the parent/s with information on who to contact in different circumstances; 
• The value of an antenatal appointment with a Health Visitor should be considered for parents with learning disabilities, and action 

taken to support this as necessary; 
• Advocacy needs should be discussed and considered. This should focus on both the support required of the parent/s as vulnerable 

adults and the support required to safeguard their child; 
• Consider whether third sector support is appropriate and necessary and direct parent/s accordingly. 



 

  

Action checklist: 
Things you can do to ensure 

good maternity care for 
parents with learning 

disabilities 
 

 
 



 

 Action Date 
Completed 

Identifying need 

Refresh your understanding of what a ‘learning disability’ is and the differences 
between learning disabilities, neurological conditions, autism, mental health 
conditions and learning difficulties 

 

Find out whether you need to make any reasonable adjustments to your practice 
at the booking in appointment, or as soon as possible if they are later in their 
journey 

 

Record details of the reasonable adjustments required by the parent/s in the 
maternity notes and in the maternity passport 

 

Preparing for parenthood 

Check if a local maternity pathway exists for parents with learning disabilities and 
if so, ensure that this pathway is followed 

 

Consider the scheduling, length and environment of future appointments around 
the needs of the parent/s to make sure they have sufficient practitioner 
time/contact to enable full explanations and to check understanding 

 

Give verbal explanations and/or demonstrations about aspects of pregnancy 
matched to the needs of the parent 

 

Provide antenatal and postnatal information in an appropriate format  
Discuss suitable antenatal and postnatal education/preparation classes with the 
parent/s 

 

Provide information on safeguarding and reducing risk in an appropriate format  

Supporting journey to baby &
 beyond 

Discuss with colleagues and the parent/s whether the involvement of children’s 
social services would support the parent/s to prepare for parenthood.  

 

If safeguarding concerns have been raised and there is a possibility that the child 
may be removed, ensure the parents are given appropriate information and 
support 

 

Make the parent/s aware of who their named midwife is and how to contact 
them, this should be written in their notes and their maternity passport 

 

Identify a single point of specialist support and provide the parent with their 
name and how to contact them, this should also be written in their notes and 
their maternity passport 

 

Provide parent/s with information on who to contact in different circumstances  
Consider the value of an antenatal appointment with a Health Visitor and set this 
up for the parent/s if appropriate 

 

Discuss with the parent/s their need for advocacy. This should focus on 
supporting the parent/s as well as safeguarding their child 

 

Consider with the parent/s whether third sector support is needed and provide 
parent/s with details 

 

 



 

  

Questions for 
reflection: 

Points you can discuss with 
your colleagues to ensure 
good maternity care for 

parents with learning 
disabilities 

 

 
  



 

 Questions for reflection 
 

Identifying need 

Have I considered whether the parent/s require reasonable adjustments to be made, 
regardless of whether they are known to have a diagnosed learning disability? 
Have I ensured that other factors such as age, poor mental health, being in care etc have not 
overshadowed the parent/s’ need for a different pathway of maternity care? 
Did I adopt a positive mindset, and focus on the parent/s’ strengths and capabilities? 
Did I try to get to know the parent/s by asking key questions and listening to their answers 
carefully? 
Have I given the parent/s a chance to explain to me what they understood from the 
consultation? 

Preparing for parenthood 

Have I considered whether the parent/s may need more practitioner time?   

Did I ask the parent/s what time of day is best for future appointments? For example, did I ask 
if they need an appointment at a time of day when they can use a disabled person’s travel 
pass, or whether future appointments need to be optimally scheduled around other 
commitments such as college?  

Did I ask the parent/s whether they prefer a quiet or low sensory environment for 
appointments? 

Did I ask the parent/s how they like to be communicated with?  For example, did I ask if they 
prefer short sentences, or visual prompts?  

Have I used any metaphors or figurative speech that may have caused confusion? 

Have I asked the parent/s about their preferred learning style?  For example, do they learn 
best from mirroring, side by side work, videos, conversation, game playing, using apps or 
social media? 

Did I ask the parent/s about their preferences for information style?  For example, whether 
they like information in easy-read, pictorially, or audio information? 

Have I considered what the best antenatal and postnatal preparation environment would be 
for the parent/s?  For example, would they prefer individual visits, peer support, specialised 
groups or classes?  Can they interact well with others or would they prefer one to one 
support?  Is focus an issue, would shorter sessions be better? Would the presence of fathers in 
the group be an issue? 

Supporting journey to 
baby &

 beyond
 

 

Did I adopt a proactive and empowering approach to ensuring the parent/s receive sufficient 
and appropriate support? 

Am I working together effectively with other professionals, for example am I sharing the 
necessary information to enable us to provide parent/s with optimum support? 

Have the support needs of the whole family been met?  For example, has the father been 
included in communications and have his needs been addressed? 

Do I know who the specialist learning disability contact is within the trust and have I made 
contact? 

  



 

Resources to support identifying need:  
Key questions to aid identifying need: 

Below are examples of key questions.  Some of these have been suggested by our 
interviewees and some have come from checklists compiled by health and social care 
organisations. 

• Where did you go to school (was it a mainstream or a special school)? 
• Did you sit any exams? What grades did you achieve? 
• Did you learn to drive? 
• What did you do after leaving school? 
• Do you attend a day centre? 
• Do you receive any benefits? 
• Is there anybody supporting you? 
• Have you ever had a social worker? 
• (If a good rapport has been established) – Have you got a diagnosed learning 

disability? 
 

Examples of potential screening tools: 

1. An identification tool produced by Homerton Hospital, Hackney which considers a 
parent’s history, ability to travel, literacy levels, ability to cope with appointments 
and routines, information giving skills, understanding of communication, money 
skills, self-care and level of support needed. 

2. A list of potential indicators included in the Brighton & Hove Joint protocol: 
• Consider parents educational background – did they attend special school? Did they 

have extra help in mainstream school? 
• Did they sit any exams at school, and if so, what grades did they achieve? 
• Health Background GP records. 
• Employment/Unemployment, what did they do after leaving school? Have they 

acquired any qualifications, did they attend a day centre? Are they in receipt of any 
benefits? 

• Are they responsive, do they seem to understand written communication or requests 
and comments made and do they follow through on matters agreed? Are they aware 
of the areas with which they need help? Do they find complex questions frustrating 
and overwhelming? 

• Do they see themselves as having a learning disability? 
• Are they/have they ever been known to social care services? 
• Do we need to consider further assessment to assist in our understanding of likely 

impact upon the child for e.g. cognitive, OT etc? 



 

Reasonable Adjustments 

The Equality Act 2010: 

This act states that reasonable adjustments are a statutory duty and health and social 
care providers must make reasonable adjustments to remove any barriers – physical 
or otherwise – that could make it difficult for disabled people to use their services. 
https://www.legislation.gov.uk/ukpga/2010/15/contents  

 

North Staffordshire Combined Healthcare NHS Trust: 

This trust has created a useful mnemonic:  

Reasonable 
Easy access 
Able to speak 
Simple 
Open and honest 
Not scary 
Ask questions 
Better outcomes 
Longer appointments 
Easy read leaflets 
 
Atmosphere is calm 
Don’t feel rushed 
Just relax 
Understanding (checking a person’s understanding and ability to consent as well as 
assisting them such as through breaking things down in shorter words, using pictures and 
other visual aids) 
Safe environment 
Take someone along (so the person with a learning disability is not on their own can help 
them after) 
Make yourself heard 
Easier for you 
Non-judgemental 
Take your time 

 

  

https://www.legislation.gov.uk/ukpga/2010/15/contents


 

When making reasonable care adjustments - Consider: 

Time – take time to work with the patient 
Environment – alter the environment e.g. quieter areas, reduce lighting and waiting 
Attitude – have a positive solution orientated focus 
Communication – find out the best way to communicate with the patient and 
also communicate this to colleagues 
Help – what help does the patient need and how can you meet their needs 

(TEACH mnemonic created by North Staffordshire Combined Healthcare NHS Trust, adapted 
from one created by Hertfordshire Community Learning Disability team) 

Mencap - Treat me well top 10 reasonable adjustments:  

1. Speak clearly and use simple words. 
2. Take your time.  
3. Work with supporters.  
4. Be flexible with appointment times.  
5. Make sure people can get into and around the hospital.  
6. Provide a quiet place to wait.  
7. Listen to your learning disability liaison nurse. 
8. Use hospital passports.  
9. Provide written information in Easy Read format.  
10. Always ask the person what they need.  
https://www.mencap.org.uk/sites/default/files/2018-
06/Treat%20me%20well%20top%2010%20reasonable%20adjustments.pdf 
 

Safeguarding Issues: 

The link below is to a toolkit designed as part of the Mencap WISE project, to support 
parents with a learning disability through the child protection process. 

https://www.mencap.org.uk/sites/default/files/2017-
02/Supporting%20Parents%20through%20Child%20Protection%20Tool%20Kit%20(Jan%202
017)%20(1).pdf  
 

 

  

https://www.mencap.org.uk/sites/default/files/2018-06/Treat%20me%20well%20top%2010%20reasonable%20adjustments.pdf
https://www.mencap.org.uk/sites/default/files/2018-06/Treat%20me%20well%20top%2010%20reasonable%20adjustments.pdf
https://www.mencap.org.uk/sites/default/files/2017-02/Supporting%20Parents%20through%20Child%20Protection%20Tool%20Kit%20(Jan%202017)%20(1).pdf
https://www.mencap.org.uk/sites/default/files/2017-02/Supporting%20Parents%20through%20Child%20Protection%20Tool%20Kit%20(Jan%202017)%20(1).pdf
https://www.mencap.org.uk/sites/default/files/2017-02/Supporting%20Parents%20through%20Child%20Protection%20Tool%20Kit%20(Jan%202017)%20(1).pdf


 

Training: 

Many organisations including the Anna Craft Trust, Mencap and Disability Matters can 
provide bespoke training.  

Examples of Individual online training: 

• Exploring learning disabilities: supporting belonging. An eight session Open Learn 
(from the Open University) course. Free to access course (sign-up required). The first 
session explores what is a learning disability:  
https://www.open.edu/openlearn/ocw/mod/oucontent/view.php?id=96181        

• Enabling Parenting with support (Chinn) from Pavillion. Written by an experienced 
clinical psychologist, this CD Rom has 6 modules including assessment, 
communication, teaching skills, safeguarding and working together to support 
parents with learning disabilities. 

  

https://www.open.edu/openlearn/ocw/mod/oucontent/view.php?id=96181


 

Resources to support preparing for parenthood: 

Communication: 

Mencap guide to communication:  

https://www.mencap.org.uk/sites/default/files/2016-
06/2012.340%20Raising%20our%20sights_Guide%20to%20communication_FINAL.pdf 

Royal College of Nursing guidance on Dignity in health care for people with learning 
disabilities: 

Recommends improvising communication by using simple everyday language, avoiding 
jargon, considering the use of photographs, pictures or symbols or using Makaton if 
appropriate. 

https://www.rcn.org.uk/professional-development/publications/pub-006605 

Information: 

CHANGE: https://www.changepeople.org/ 

Provides a wide catalogue of easy read and accessible resources for people with learning 
disabilities, some are free and some for purchase; 

Easy on the i: http://www.easyonthei-leeds.nhs.uk/ 

Provides an information design service and a free to access image bank of over 3,500 
symbols 

Examples of specialist antenatal courses:  

Parents can normally be referred to these through children’s centres or local authorities.  

Welcome to the World programme https://www.familylinks.org.uk/welcome-to-the-world-
course 

The Parenting Puzzle workshop https://www.familylinks.org.uk/parenting-puzzle-
workshops-course 

  

https://www.mencap.org.uk/sites/default/files/2016-06/2012.340%20Raising%20our%20sights_Guide%20to%20communication_FINAL.pdf
https://www.mencap.org.uk/sites/default/files/2016-06/2012.340%20Raising%20our%20sights_Guide%20to%20communication_FINAL.pdf
https://www.rcn.org.uk/professional-development/publications/pub-006605
https://www.changepeople.org/
http://www.easyonthei-leeds.nhs.uk/
https://www.familylinks.org.uk/welcome-to-the-world-course
https://www.familylinks.org.uk/welcome-to-the-world-course
https://www.familylinks.org.uk/parenting-puzzle-workshops-course
https://www.familylinks.org.uk/parenting-puzzle-workshops-course


 

Resources for supporting to parenthood and beyond: 

General Information: 

The Working Together with Parents Network: 

This network supports professionals who work with parents who have learning disabilities.  
Its members include health and social care professionals, parents and carers. The Network 
aims to spread positive practice and to promote policy change, so that parents with 
learning disabilities/difficulties and their children are treated fairly and can get better 
support.  Resources include easy read information for parents with learning disabilities 
parenting and child protection issues. 

www.wtpn.co.uk 

The British Institute of Learning Disabilities: 

This organisation aims to ensure people with learning disabilities are valued equally, 
participate fully in their communities and are treated with dignity and respect. They have a 
wide range of resources 

https://www.bild.org.uk/ 

Advocacy services: 

Every local authority commissions advocacy services for people who need them. As an 
example, in Surrey, advocacy services are provided by Surrey Disabled People's Partnership 
(SDPP) in partnership with Matrix. For further details contact your local authority.  

Organisations such as Mencap provide information on advocacy: 
https://www.mencap.org.uk/advice-and-support/services-you-can-count/advocacy 

 

  

http://www.wtpn.co.uk/
https://www.bild.org.uk/
https://advocacyinsurrey.org.uk/
https://advocacyinsurrey.org.uk/
https://www.mencap.org.uk/advice-and-support/services-you-can-count/advocacy
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r�t:bi ,suRREY Health Education England 

This is my 

Maternity Passport 

My name is: ................................................................................................................................ . 

I like to be known as: .............................................................................................................. . 

My date of birth is: 

My baby is due on: 

About me and 

my pregnancy 

.... __________________________________________________________________ .. , 

t \ 

Getting ready to 
be a parent 

' ' 
.... __________________________________________________________________ .. , 

t \ 

The support I need 

, .. __________________________________________________________________ .. , 

0 
Please complete this Maternity Passport with support from

your midwife 

0 Please keep this Maternity Passport with your handheld notes

0 Please take this Maternity Passport to all your maternity appointments





















Are there any other issues I need help with which might affect my parenting 

(e.g. housing issues, financial issues, relationship issues)? 

Other useful contacts 

Mencap Learning Disability Helpline: 

0808 808 1111 

The Samaritans: 

116123 

NHS 

For life threatening emergencies: 999 

For other urgent medical problems: 111 

Useful Local Contacts (Please add as appropriate): ........................................................ . 

The Maternity Passport was created by the Together Project (funded by Health Education England) and a 

team of advisors including parents with learning disabilities and the health and social care professionals who 

support them on the journey to parenthood. If you would like further details on the Together Project please 

contact: Dr Anna Cox, School of Health Sciences, Faculty of Health & Medical Sciences, University of Surrey, 

Guildford, Surrey GU2 7YH 

E: a.cox@surrey.ac.uk C) @annaclarecox



Notes 
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