
'The rules are different for us!’

Professor Emily R. Munro and Dr Maryam Zonouzi



Why the interest?

• History of excluding disabled parents from mainstream 

parenting agenda – deficit focus (Olsen and Clarke, 2003)

• Limited research eliciting disabled parents’ views on social 

work assessments and subsequent interventions

• Commitment to co-production to move beyond ‘problems’ 

to consider service developments that are informed by the 

voice of those with lived experience



We wanted to explore…

1. Disabled parents’ experiences of statutory assessments 

and service provision including:

• the assessment pathway

• the assessment itself

• principles guiding the assessment

2. Collaboratively re-imagine holistic social care



Co-production 

• 4 parents with physical impairments

• 2 parents with a mental health diagnosis 

• 3 child and family social workers/researchers

• 1 disabled researcher

• 1 disability consultant from Ginger Giraffe 



Research process

Define the area of investigation i.e. what is it that we wanted to 
change? 
Discover first hand accounts from disabled parents about the 
barriers they had experienced accessing services to meet their 
needs
Dream work together to reimagine an ‘alternative’ provision 
that would overcome the barriers and challenges
Design the new service and its structures
Destiny provide specific insight into one area of practice that 
would shift (the assessment). 



Storyboarding



Empathy maps



Service maps



Target maps



Note that…

• No claims that the findings are generalisable 

• Parents’ involvement with services spans a lengthy period in which 

there have been various changes in policy and practice

• Recognise wide variations in local authority practices

• Keen to hear from you and to explore similarities and differences 

based on your knowledge and experience 

• We present our re-imagining but these are ideas which we want to 

discuss, not a definitive statement on how it should be 

• Parents’ experiences provide rich and powerful insights 



Adult services

Whose responsibility? Parents unclear who should be 

offering help in respect of parenting responsibilities  

Individualisation: Focus on the individual parents (in 

isolation from wider family)



Adult services

‘..so she only helped me to the extent just to do with 

my care package, as a disabled person.’

‘In Adult Social Services, we only assess the needs of the 

individual or disabled person and that’s it.’



Care Act 

• 'Carrying out any caring responsibilities, the adult has for a 

child’ should be considered when eligibility for services is 

being determined

• ‘Should look at a person’s life holistically’ (DH, 2014) 

• Final decisions about what people need will remain with the 

council 

• Budgets and resourcing an ongoing issue 



Since the Care Act

‘I was recently assessed... and I mentioned in the assessment to 

the social worker that one of my needs was my role as a parent 

etc. And I needed some level of support... The quick response 

from her; she said ‘No, you need to go and contact Children's 

Services because we don’t deal with that’.

‘Nothing.  I’ve had untold crisis plans and care plans and Care 

Programme Approaches and never once has there been any 

reference made to the fact that I’ve got a child, never once.’



Adult Services

Invisible child: Parents felt that children were invisible 

to adult services, or 

Seen as resource: ‘Children as providers of care’ 

Parents were concerned about the messages this sent 

to children as it suggested that they were not able to 

parent/provide care



Adult services

‘On admission to the ward I was asked questions like 
‘Do you have pets?  Everything’s locked?’ and they 
didn’t ask me about my children and who was looking 
after my children and I find that quite strange…I 
understood that there was a need for me to be 
in hospital but who was going to step into my place?’



‘[adult services] they came and said that my children 

should be my carer, I said ‘no, they are my children not 

my carers’.’

‘They’re going to deem that I have limited capacity if 

my son is a carer for me’.



Children's Social Care 

Conflicted: desire for help and support/fear of being deemed a 

‘risk’

‘You don’t want to call social services, you are scared to call 

them because they might think you are incapable of looking 

after the child…because then they will say, ‘we told you, she’s 

disabled, she can’t look after her child’, so there’s always that 

element of fear, shall I or shall I not?’



Assessments 

• Parental (in)capacity and deficit orientation

• The ‘lopsided’ Assessment Triangle

• Attitudinal and environmental barrier



Judgements

‘The only thing she [the social worker] was concerned with 

was that because I’m disabled, there’s a risk, full stop, that’s the 

only thing she could see.’

‘[it’s] not about enabling my mental health, they were focusing 

on my weaknesses, not on my capacity or my strengths, anything 

that enables mental wellbeing. It’s about the impact of my 

weaknesses on the family, not on my strengths on the family 

unit’.



All or nothing?

Request: a couple of hours support a day

Social work response: 

‘there’s no support we can offer at all’



All or nothing?

‘At the end when our conversation got heated, she said the only 

option is that once the child is born, ‘there is a risk that she will 

be removed’. And then my husband said: ‘So you are suggesting 

that if the child is removed, you are willing to spend all the Social 

Services money on looking after he in a foster home but at the 

same time, you’re not willing to give an hour of support that my 

wife has asked for? And she said: ‘Yes, we don’t support in that 

way, we only remove the children if we feel there is a risk’.’



Prove you are capable 

Assessment: Demonstrate your ability to provide basic care on 

an inaccessible hospital ward

‘Your ward is not accessible at all for my needs, it’s only your bed 

which is adjustable, everything else is not adjustable’. 

Lack of awareness of the adaptations that can be made 



Attitudinal barriers 

Cared for, not providers of care:

They have a negative attitude that you will remain 

disabled all your life, there’s no cure, hence you are 

always a risk…You are seen and labelled as cared for, 

rather than a caregiver, even though you (Focus 

Group).



‘...a disabled person can also be a caregiver, that 

they can offer help, they only see the disabled 

person as always keep receiving, receiving, receiving 

as long as they have their disability.’



Services 

• Mismatch between services on offer and what was wanted 

and needed

• Substitute parenting rather than support to parents

‘The message it sent to my daughter going to a foster carer was 

‘your mum can’t look after you’ your mum is no good because if 

she was any good I would not be going away.’



‘They gave me Sarah to take my daughter out for four hours on 

the weekend. Every Saturday Sarah came and took my child…I 

was not involved, I could not go with them, they did not involve 

me in being a parent, I was not given that choice. She was 

substituting my parenting - she took over. When she comes back 

she still needs to eat but there was nobody to support with that!’



‘The attitude was ‘we have given you this support what more do 

you want? You are not grateful and you are not getting any 

better’ but you are not giving me what I need. I use the analogy 

of the broken leg.. You go to hospital with a broken leg and they 

put your arm in a cast.’



Conclusions

• The parents’ own ideas for support were modest but were 

not met

• Environmental barriers impacted on parents’ ability to 

support their children: this needs to be addressed before 

making judgements about parenting capacity

• Attitudinal barriers: disabled parents are seen as ‘needy’

• Children’s Services: short term crisis intervention and 

substitute parenting



Parenting (in)capacity

Deficit orientated, risk focused 

Welfare

Needy, dependent

Individualisation

Assessment of individuals, service 

silos

Substitute care for children 

Foster care, respite, childminders 

Wellbeing

Professionally defined, focused on 

recovery and ‘getting better’ 

Powers

‘Done to’, power over 


