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Parenting Capacity & Learning Disabilities

1. Learning disabilities or learning difficulties?

Many people who have the label ‘learning disability’ have said they prefer to be called ‘people with learning difficulties’. They use this term to mean “people who since they were a child had a real difficulty in learning many things. We do not mean people who just have a specific difficulty in learning, for example, people who only have difficulty with reading which is sometimes called dyslexia” (Emerson et al, 2005).
One of the objections that people have to the term ‘learning disability’ is that it can be taken to mean that they are not able to learn. Such an assumption has particular implications for parents who may be facing a situation of having to prove that they can look after their children.
On the other hand, the term ‘learning disabilities’ is used within the statutory framework for social care support while the term ‘learning difficulties’ is used within the special educational needs statutory framework, and the two definitions are not the same. Indeed, it is clear that when people self-define themselves as ‘people with learning difficulties’ they mean people who, within the statutory framework, would be referred to as ‘people with learning disabilities’.
This practice guidance is about helping practitioners to promote good practice in fulfilling their statutory responsibilities in terms of both supporting parents and safeguarding and promoting children’s welfare. Therefore it is more appropriate to use the term ‘parents with learning disabilities’ because this is the term that is used within the legislation and statutory guidance.
However, practitioners will want to be sensitive to how people define and describe themselves and to use language that parents are comfortable with in their contact with them (Good Practice Guidance on working with parents with a learning disability, 2016 update).

In the context of parenting, it is more helpful to identify support needs associated with learning disability than to take a rigid approach to the definition of learning disability. Parents with learning disabilities may have support needs associated with impairment, but they may also have support needs associated with other factors such as poor health or inadequate housing.

All agencies must recognise that their primary duty is to ensure the promotion of the child's welfare, including their protection from any risk of harm.

2. Key considerations:

· 40% of children born to parents with learning disabilities live away from the family home.
· Parents with a learning disability are overrepresented in the court arena, often without adequate support to explain the court process. 
· Communication is often a key barrier to successful engagement with services. 
Learning disabled parents may need support to develop the understanding, resources, skills and experience to meet the needs of their children. 
Such support is particularly necessary where the parent/s experience the additional stressors of:
· Social exclusion;
· Having a disabled child 
· Experiencing domestic abuse 
· Having poor mental health 
· Having substance misuse problems 
· Having grown up in care 
In most cases it is these additional stressors, when combined with a parent's learning disability, that are most likely to lead to concerns about the care their children may receive. If a parent with learning difficulties appears to have difficulty meeting their children's needs, a referral should be made to Local Authority children's social care, who have a responsibility to assess the child's needs and offer supportive and protective services as appropriate.

In addition, the following factors may contribute to a child having suffered, or being more likely to suffer, significant harm:
· Children of parents with learning disabilities are at increased risk from inherited learning disability and more vulnerable to psychiatric disorders and behavioural problems, including alcohol / substance misuse and self- harming behaviour;
· Children having caring responsibilities inappropriate to their years placed upon them, including looking after siblings 
· Neglect leading to impaired growth and development, physical ill health or problems in terms of being out of parental control;
· Mothers with learning disabilities may be targets for men who wish to gain access to children for the purpose of sexually abusing them.




3. Recommendations for Practice:

· Timely commencement of assessments, starting as soon as pregnancy has been confirmed, and prior to 20 weeks.  This ensures best practice in terms of compliance with the Care Act/Equality Act and providing reasonable adjustments.  Any assessment and referral pathway should including engagement with:
· Children’s services
· Adult services
· Community health learning disability services
· Advocacy

· LA children's social care, vulnerable adult's services and other agency services must undertake a multi-disciplinary assessment using the Assessment Framework, including specialist learning disability and other assessments, to determine whether or not parents with learning disabilities require support to enable them to care for their children. Such assessment will also assist in considering whether the level of learning disability is such that it may impair the health or development of the child for an adult with learning disabilities to be the primary carer.

· A Parental Assessment Manual (PAMS) should commence as soon as a pregnancy is known, with a real emphasis placed on providing the required support necessary to develop parental capacity. The assessment is designed to identify development needs, and then implement support to help the parent/s develop the necessary skills required to offer ‘good enough’ parenting. Local policy/procedure/pathway with clear practice guidance is required to ensure there is an understanding of the purpose of the PAMS, and why it was developed to assist assessment.  

· Group education combined with home-based support increases parenting capacity. Supported parenting should include:
· Accessible information;
· Advocacy;
· Peer support;
· Multi-agency and multi-disciplinary re/assessments
· Long-term home-based and other support.

· An adequate parenting programme should be developed and implemented which encompasses the needs of the parent/s, (such as the mellow futures parenting programme; https://www.mellowparenting.org/our-programmes/mellow-futures/) Solihull ‘From Bump to 12 months’ online course. Solihull ‘Understanding Your Child’s Behaviour,0-18 years’. ‘Stepping Stones’ part of the Triple P suite of courses. BABs (Building bonds)

· Multiagency training programme to improve the knowledge of practitioners focussing on individual need in order to prevent pre-conceived ideas regarding parental ability, and discrimination towards the individual or ‘groups’. Training should include exploration and understanding of professional roles (children’s services, adult’s services, health colleagues) to support the multiagency approach to assessment









4. Case Study: ‘guidance, practice and the lived experience’

Clare has a diagnosis of mild learning disabilities.  Clare is currently 12 weeks pregnant with her first child, and concerns have been raised regarding her ability to provide care to her child once born.  Professionals have reported that Clare does not appear to understand their concerns, or the impact that her lack of understanding will have on her baby.  Clare does not have a partner to support her, but her family are very supportive and are willing to offer support once the baby is born.  Clare is concerned that professionals are involved as her friend ‘lost’ her children because of her learning disability. 
Children’s social care became involved with Clare and started their assessment immediately rather than waiting until she was 20 weeks pregnant. There was an acknowledgement that to remain complaint with the Equality Act 2010, reasonable adjustments needed to be made.  Commencing assessment early meant that more time could be given to Clare to maximise her understanding.  A referral was made to adult social care for a Care Act 2014 assessment to be completed; this would identify Clare’s support needs, if any.  A referral was made to community health learning disabilities team, and a speech and language assessment commenced.  After assessment, the speech and language report identified that Clare’s level of understanding of complex language was limited, and whilst she would say she had understood, this was not the case and she utilised learnt responses. However,  when it was recommended that professions used visual aids and simple sentence structure, as well as asking her to repeat what had been said to her, she was able to develop knowledge and skills which would support her in her parenting role. Clare’s Care Act Assessment identified two eligible needs areas: support to manage her daily budget, and support to prepare daily meals.  
A meeting was held with Clare, her family, and all professionals, and it was decided that Clare required a PAMS assessment and would benefit from attending a parenting programme.  Starting a PAMS assessment provided an evidence-based breakdown of parenting capacity and ability, with a view of providing support to develop identified skill deficits.  Following the outcome of the PAMS, Clare required support with developing her cooking skills and managing household chores. She also required some support with how and when to feed her baby. Adult social care was able to source support to develop Clare’s cooking skills and managing daily routines. Children’s social care was able to implement support looking at meeting the baby’s needs. Clare also engaged with a parenting programme.
Following intervention, professional concerns were reduced as Clare was able to demonstrate what she had learnt, and that her new skills would meet her baby’s needs, as well as her own.  Family would still offer some support, and a minimal package of support was provided from adult social care.  
Clare gave birth to a baby girl, and she was able to demonstrate her ability to parent.  Clare’s case was closed by children and adult social work teams, leaving her with informal family support and 5 hours per week support, used on a flexible basis, to continue Clare’s development, which would be reviewed as she progressed. 


Upon evaluation, a number of key factors can be identified as contributing to the positive outcome:
· Early commencement of assessments – this allowed additional time for Clare to be fully involved in her assessments.  Reasonable adjustments were able to be made as time allowed this.  Information was delivered in sizable amounts to facilitate Clare’s understanding, more frequency of assessments sessions, and the use of visual aids were used to support the assessments. 

· Early referrals to other disciplines – early assessments recognised the need for input from health and adult social care.  Early referrals allowed services to conduct their assessments in time for meaningful input regarding Clare’s ability.  This is specifically highlighted in the outcome of her speech and language report. 

· Professional compliance with the speech and language report – the speech and language report discussed Clare’s methods of communication as well as her level of understanding.  Whilst concerns had been raised that Clare was unable to recognise the concerns of professionals, by delivering information in a format that was appropriate for Clare maximised her involvement in the assessment process, and facilitated her learning. These evidenced that she could learn new things and develop her skills and knowledge. 

· Adaptation of parenting programme – Clare was able to attend a parenting programme, however the facilitator was made aware of her communication style. This allowed for reasonable adjustment to be made, and Clare was able to fully engage in the programme.  

· Agencies working together to develop an holistic view of support needs – this allowed the development of targeted support, adapted to meet Clare’s communication style, which facilitated the development of her skills and knowledge.



The above measures ensured compliance with the Equalities Act 2010, and the Good Practice Guidance on Working with Parents with a Learning Disability, were adhered to. 






	
	
Summary information


	Definitions
	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.

Definitions of learning disability (NICE, 2015)  generally encompass three core components:
· Lower intellectual ability (usually an IQ of less than 70)
· Significant impairment of social or adaptive functioning
· Onset in childhood.

Learning disabilities are different from specific learning difficulties (such as dyslexia, ADHD or dyspraxia) which do not affect intellectual ability. 


	Legal / statutory requirements 
	Care Act 2014

Mental Capacity Act 

Equality Act 2010

Good Practice Guidance on Working with Parents with a Learning Disability (2007)- updated 2016


	Reasonable adjustments
	Reasonable adjustments: a legal duty

Reasonable adjustments: small changes that can help people with a learning disability


	Assessment tools/ screening tools
	

[bookmark: _MON_1683546982]		

	Directory of services/ professionals  to support assessments
	Local areas/ local liaison

Adult social care – 0151 443 2600
Children social care – 0151 443 2600
Speech and Language – 0151 244 4387
Advocacy services – 0151 649 8700
Early Help – 0151 443 2600
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Parent Assessment Manual 4.0 (PAMS) Briefing

The Parent Assessment Manual Software 4.0 (PAMS 4.0) is an assessment tool developed by Dr Sue McGaw, a Clinical Psychologist in the field of working with parents with learning disabilities.  The PAMS was designed to aid the assessment of parents with learning disabilities as it simplifies the measurement of parental capacity, and consolidates information which translates into a report, identifying areas of low, medium and high risk, as well as areas of no concern.  Training is required to become a PAMS assessor.  

The PAMS assessment will look at key areas of parenting and ability to complete everyday tasks including the following: 

· Child care and development

· Behaviour management 

· Independent living skills

· Safety and hygiene

· Parents’ health

· Relationships and support

· The impact of the environment and community on parenting

The PAMS starts to produce an assessment that is evidence-based by breaking down elements of parenting into testable components.  Each of the above areas is assessed for ‘parental knowledge’, ‘quality of parenting skills’ and the frequency of parenting practice. Assessing these areas develops an overview of how a family functions, and the quality of parental skills. Following completion of the assessment, support can be tailored to develop the skills of parents’ based on the outcome of the report. To aid when assessing parents’ with learning disabilities, techniques endorsed by Dr Sue McGaw include:

· Breaking tasks down and presented to parents in a format in which they can understand

· Demonstrate tasks with repetition wherever necessary

· Use various communication methods such as, pictorial cards, symbols, diagrams, visual aids

· Take time to demonstrate tasks to avoid parents becoming overwhelmed

· Use role play/scenarios to make the situation ‘real’ for the parent. 

Whilst there is no timescale assigned to how long a PAMS assessment should take, there is an expectation that it will take place over an extended period, usually around 8 – 12 weeks, to allow the needs of parents to be incorporated, and should be interactive, with a strong emphasis on education.  PAMS assessments can be completed as a single assessment with one parent, or as a joint assessment with both parents.  The assessment includes an Initial Screening Tool, Parent Questionnaire, and I Need Help….form to identify who is involved in the family and what the family feels they need support with.  In total, there is a suite of 94 Worksheets covering a wide range of topics, any of which can be completed with a parent to support an assessment, and includes an Observation Sheet to record sessions completed with the parent/s. There is also an ‘Out of Home Placement Report’ template to be used with parents whose children are living outside of the family home. 

There are three physical components to a PAMS assessment:

· Knowledge cartoon cards to assess parents’ knowledge and ability to reflect. The cards are used with parents and portray domestic situations.  Parents are asked direct questions to determine their understanding of situations indicative of abuse or neglect, good parenting, and daily living skills.

· Parent Booklet which is a learning tool to use with parents; Learning sessions cover housing, transport, allowances, use of household equipment, medication, form filling, advocacy and resources. Beyond these core skills, there may be specialist issues around attachment, mental health, and abuse and substance misuse. The parental booklet adopts an easy read format with illustrations to make it easier for parents to participate in their assessment.  

· Software which allows the practitioner to input the information gathered to formulate a comprehensive report which includes measured data sets. The areas of low, medium, and high risk are identified, and work / support can be implemented to develop identified needs. 



Illustrations

[image: http://www.pillcreekpublishing.com/images/Screenshots/PAMS%204-0%20New/parent%20booklet.png] [image: http://www.pillcreekpublishing.com/images/Screenshots/PAMS%204-0/Knowledge_cartoons.png]

[image: http://www.pillcreekpublishing.com/images/Screenshots/PAMS%204-0%20New/Single%20Worksheet.png]
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[image: http://www.pillcreekpublishing.com/images/Screenshots/PAMS%204-0%20New/Join%20Worksheet%20Summary.png]
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What is PAMS?

Parenting Assessment Manual (or PAMS) is a tool developed by Dr Sue McGaw. It is used by professionals (e.g. social workers, psychologists) with parents who might be vulnerable or those who have a learning disability



The PAMs is designed to help teams to identify areas of strength and difficulty within families so that they know how best to support them



PAMs looks at how a parent is functioning in different areas, allowing for a family profile to be developed. It focusses on knowledge, skills and observation.















Why complete PAMS?



Completing appropriate and comprehensive assessments is part of Good Practice Guidance on Working with Parents with a Learning Disability (DoH, 2007) and PAMS is a more valid of understanding parenting skills than other test, such as IQ tests.



This means that intervention and support can be evidence based, and monitored



Sometimes PAMs (and other assessments) are required for official or court proceedings







During a PAMs

Different areas will be looked at such as:

child care and development

behaviour management

independent living skills

safety and hygiene

parents’ health

relationships and support

the impact of the environment and community on parenting



Parents will be asked questions about real life scenarios and raising children and will be observed in the home and in the community. They will be rated ‘good’, ‘adequate’ or ‘poor’ based on their responses.

Parents will also be asked to rate themselves on certain tasks, and asked to highlight areas they need help with.









After the PAMS

The PAMS can take 6-12 weeks to complete



After this, a report will be written by the professional conducting the assessment. This will make recommendations about the support the family needs as well as profile indicating this.



This report can then be used to inform court proceedings and other professionals involvement
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