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Parent/carer views on personal health budgets for disabled children who use 

rehabilitation therapy services.  

 

Abstract  

Personalised budgets are promoted as the person-centred alternative to generically 

provided services. Nine parents/carers of disabled children (aged 18 years or younger) 

who accessed at least two rehabilitation therapy services (physiotherapy, occupational 

therapy, and speech and language therapy) were recruited from one region in England. 

Focus group / interviews explored their views on the proposed introduction of 

personalised budgets. Parents and carers viewed a personal health budget with caution 

and perceived benefits were tempered by their experiences of current provision. 

Concerns were raised about entitlement and how a personal budget would work in 

practice.  

 

Points of interest  

 

 Personal health budgets are intended to give parents and carers greater ‘choice 

and control’ over decisions about health care for their child. 

 

 Few parents and carers have opted to have a personal health budget and 

availability of personal health budgets for parents of disabled children with 

complex needs varies across the country. 

 

 Parents and carers interviewed saw both the benefits and drawbacks of a 

personal health budget. Purchase of items, such as additional therapy or special 

equipment that parents perceived as potentially beneficial, may not be possible 

under current eligibility criteria.     

 

 As pressure on public services takes effect, tighter restrictions on what can and 

cannot by purchased with a personal health care budget are likely. 

 

 



Introduction  

Personalised budgets have been suggested as the person-centred alternative to 

generically provided services, where families can decide which services to buy for their 

child and how to arrange care, taking individual circumstances, preferences and needs 

into account.  The intention is not to substitute all services, but provide flexibility to 

‘purchase’ elements of personalised care (NHS England, Patient Participation Team 

2014). This paper examines the responses of a small number of parents interviewed 

about the prospect of using a personalised health budget for their children regarding 

therapeutic rehabilitation services currently provided through the National Health 

Service.   

 

A personal health budget is defined in the Children and Families Act (2014) as: 

‘…an amount of money identified by the local authority to deliver all or some of 

the provision set out in an Education Health & Care Plan (EHCP)’. 

 

Personal Health Budgets, available for children who have an Education, Health 

& Care plan since 2014, are the responsibility of local authorities and clinical 

commissioning groups in England (CCGs are clinically led, statutory NHS bodies 

responsible for the planning and commissioning of services in their local area). To date 

however, relatively few families have opted to have a personal health budget and 

availability varies across the country (Department for Education and NHS England 

2015).   A recent Department of Education survey suggested only five percent of 

eligible families have chosen this option (Department of Education 2017). NHS 

England, in attempting to increase the availability of personal health budgets has 

pursued a ‘hearts and minds’ campaign, targeting attitudes, structures and policies that 

should support personalisation and encourage local authorities and commissioners to 



embrace change (NHS England Learning Network 

http://www.personalhealthbudgets.england.nhs.uk).  

 

It is difficult to estimate the numbers of disabled children with complex health needs in 

England due to the paucity of accurate data (Pinney 2017). Current estimates suggest 

there are upwards of 50,000 children with complex and/or life limiting conditions 

requiring professional support and involvement from several health, education and 

social services (Care Quality Commission 2014). The numbers and the degree of 

complexity of individual need is increasing and a cause of additional concern and 

responsibility for parents and carers (Fraser et al 2013, Blackburn et al 2010, Children 

& Young Peoples’ Health Outcome Forum 2012).).  

 

The criteria used by the Department of Health and the Department for Education 

to categorise children establishes their individual right to statutory resources and 

support, and is the basis for determining eligibility for a personal health budget. 

Continuing health care need, is the term used by the Department of Health to describe 

those whose complex needs require ‘integrated commissioning’ and where specialist 

and universal provision alone are deemed insufficient (Department of Health 2010, 

Local Government Association and NHS England 2016).  

 

The Department of Education categorise children with complex needs according to their 

‘primary need type’ and distinguish those with an Education Health and Care plan who 

receive specialist services from those where support is provided by the school  

(Department for Education and Department of Health 2014). Historic failures across 

Health, Education and Social care in the United Kingdom to collect data systematically 



on this group of children has led to an absence of reliable information and lack of 

consensus about how to categorise their needs (Pinney 2017, Morris 2013). 

Consequently, children and young people with low incidence conditions or who lack a 

medical diagnosis are at risk of being overlooked by services (Children and Young 

People’s Health Outcome Forum 2012). 

  

The impact on parents and carers of caring for a disabled child or young person 

is well documented and the long-standing failure of health, education and social care to 

meet their needs, identified a decade ago in the 2007 report ‘Aiming high for disabled 

children’ where the plans for the reforms under discussion were proposed (HM 

Treasury and Department for Education and Skills 2007, Care Quality Commission 

2014). Families may have one or both parents out of work and experience financial 

hardship, they are more at risk of family break up, while siblings are at risk of 

emotional and behavioural problems. There are also psychological and physical 

consequences for families who are vulnerable to poor psychological health and are 

known to experience higher levels of stress and anxiety compared to parents of non-

disabled children (Contact a Family 2014, Blackburn et al 2010, Wolfson 2004).  

Despite these needs, families often have limited access to services such as respite care 

or short breaks, and are frequently expected to shoulder the additional costs associated 

with caring for a disabled child that may include extra medical attention, equipment, 

technology, devices and additional therapy (Welch et al 2012, Robinson et al 2000, 

Bourke-Taylor et al 2014) 

 

The introduction of personal health budgets offered parents and carers a 

radically new approach to meeting the health care and support needs of their child and 



parental expectation, following the recent reforms,  is consequently at an all-time high 

(Department of Education, Parent Carer Forum Survey 2015).  There are significant 

concerns as to whether personal health budgets will deliver on the initial promise of 

allowing parents and carers greater ‘choice and control’ over the support they receive 

(Slasberg and Beresford 2016). 

 

Children’s therapy services (Speech & Language Therapy, Physiotherapy and 

Occupational Therapy) provide essential rehabilitation for children with complex and 

continuing health care needs with the aim of promoting and maintaining a child or 

young person’s functional skills, in the areas of communication, mobility and self-care 

(Seal et al 2013). Limited access to these specialist services, coupled with recent cuts to 

the numbers of NHS therapists (Chartered Society of Physiotherapy 2011, Royal 

College of Speech & Language Therapists 2014) may mean that parents/carers choose 

to exercise greater ‘choice and control’, by supplementing or replacing existing 

provision of rehabilitation therapy with purchased care.  

 

Surveys of child health services in the UK have highlighted how families of 

disabled children are faced with increased waiting times for therapy assessment, raised 

thresholds to access specialist therapy services and difficulty obtaining specialist 

equipment (BACD & BACCH 2014, Contact a Family 2014). As an example, 

hydrotherapy, known to be highly valued by families of children and young people with 

long term and deteriorating conditions such as muscular dystrophy, is increasingly 

difficult to access through the NHS (Muscular Dystrophy UK).  

 



Following the publication of the national evaluation of personal health budgets 

in 2012 (Forder et al 2012), where a personal health budget contributed to a ‘significant 

improvement’ in quality of life and psychological wellbeing of recipients, the ‘right to 

have’ a personal health budget was technically extended to all adults and children 

receiving ‘continuing care’ (Department of Health 2012).  This announcement 

coincided with the publication of the revised Code of Practice that underpins the reform 

of the Special Education Needs and Disability assessment procedures and the 

introduction of Education and Health Care Plans for children and young people with 

special educational needs (Department for Education and Department of Health 2014).   

 

Education Health and Care Plans, identify the educational, health and social 

needs of a child or young person up to the age of 25 and lists their entitlement to 

additional support (Department for Education and Department of Health 2014). Those 

eligible will be able to combine separate funds from education, health and care services 

into a single ‘health’ budget for the benefit of the child or young person (NHS England, 

National Network of Parent Carer Forum http://www.nnpcf.org.uk). 

 

In England, children access local health services in their community through a 

child health multidisciplinary team. Differing eligibility and entitlement criteria apply to 

these services and access is often cited by parents and carers as a significant cause of 

additional stress and anxiety - a powerful reason for considering whether a personal 

health budget could streamline and improve their experience of care. For example, the 

parents and carers we spoke with accessed items of specialist equipment (daily living 

equipment, wheelchairs ) from the NHS and other services including bathing equipment 

and adaptations to their home were provided by the Local Authority.   

http://www.nnpcf.org.uk)/


 

Little is currently known about what type of support families need or want from 

rehabilitation therapy or how they may decide to use a personal health budget, as and 

when this option becomes more widely available. The data reported explores how 

National Health Service rehabilitation therapy services in one region in the South of 

England were meeting expectations associated with ‘personalized care’. We asked 

parents and carers their views on personal health budgets. Their responses provide the 

basis for an analysis that considers their expectations and the challenges of delivering 

on the promise of a personal health budget when austerity measures are affecting child 

health services (British Academy of Childhood Disability & British Association for 

Community Child Health 2014).   

 

Research Approach  

We recruited nine parents and primary carers of disabled children (aged 18 years or 

younger) from one region in the South of England and who accessed at least two 

paediatric rehabilitation therapy services locally (e.g. physiotherapy, occupational 

therapy, and speech and language therapy). Participants were recruited via therapy 

health teams and local parent groups and a research team member attended meetings 

with these groups to discuss the research. Parents/ carers meeting the study inclusion 

criteria were provided with an information sheet and expression of interest form 

together with a postage paid envelope. Twenty-one people returned the expression of 

interest forms and were contacted by the researcher to discuss the study. They were 

invited to attend a focus group or one-to-one interview and provided with a range of 

dates, times and venues. Fifteen people accepted the invitation; of these two attended a 

focus group, two attended face-to-face interviews and five were interviewed over the 



telephone. The remaining six people cancelled or did not attend. Participants were not 

required to give a reason for withdrawing. Informed consent was obtained prior to the 

focus group/ interviews. 

 

[Insert Table 1] 

 

The sample included parents and foster parents. Participating parents and foster 

carers were mainly women; one male carer was interviewed alongside the female carer. 

The age range of their children was between two and sixteen years. They attended either 

pre-school provision nursery or mainstream primary and secondary schools. Participants 

accessed a range of services for their children. Ethics approval was obtained prior to the 

start of the study from the National Research Ethics Service (13/YH/0374) and R&D 

approval from a local acute hospital. 

 

A focus group / interview guide was developed to cover the following themes: 

getting the help you need when you need it (including questions around timely access to 

services and quality of the support provided); personalised care (which included views 

on the proposed introduction of personalised budgets and how this might affect care); 

managing transition (exploring periods of change in support needs and the 

responsiveness of therapy services). Parent/carer responses to the theme of 

‘personalised care’ are explored in this article, details of parent/carer responses to the 

other themes can be found in a report submitted to the research funder (Hutton et al 

2016). All focus groups and one-to-one interviews were recorded and transcribed 

verbatim. The focus group and face-to-face interviews lasted for around 1 hour, 



telephone interviews were typically shorter (30-45 minutes). All participants received a 

summary of the findings at the end of the study. 

 

Interview data was entered into NVIVO and analysed using ‘framework 

analysis’ (Fern 2005, Bowling 2005, Pope et al 2008). This approach is particularly 

useful in applied research, in that it allows combining exploring pre-determined themes 

with more open and emerging categories. It involves five key stages: familiarization; 

identifying a thematic framework; indexing; charting; mapping and interpretation. 

 

Parent and carer views on personal health care budgets  

The questions about personal budgets were for most parents, hypothetical as they had 

little-to-no experience of personal health care budgets themselves.  This is not 

surprising based on evidence that suggests there is a lack of information available to 

parents and carers about the scheme reflected across the country (Slasberg & Beresford 

2016).  In one case, one of the older teenagers had experience of direct payments for 

social care. Her mother explained the difference this had made:  

 

 “I have this girl come in and she actually baths [name of child] a couple of times a 

week and once a month she takes her out for the day. In addition, I am in charge of my 

own transport budget now.  They give me £5,000 a year to take [name of child] to and 

from school and whereas before the local authority were paying me mileage.  Now it is 

up to me to get that taxi.’” (Interviewee 01)  

 

While parents could see the potential of a personal budget in this instance, it is 

unsurprising that there was uncertainty among most respondents, particularly those with 



younger children, on whether the personal budget applied to them or not, what they 

could buy with it, and whether it improved their access to services:  

 

”I don’t know if it’s only very profoundly disabled children who are entitled to that 

budget or quite how that works, and no one’s ever suggested that I would be entitled to 

a budget.” (Interview 06) 

 

“It doesn’t really apply to us because we don’t get it but I do think it’s a good idea for 

other people…!” (Interview  07). 

 

Both respondents had children of different ages, but questioned whether 

personalised budgets would apply to them. For parent seven, the current support 

through the local child development centre and a support coordinator made her feel 

sufficiently supported so that this parent could not imagine that a personalised budget 

could provide better or more appropriate care.   

 

Parent six already buys in specialist equipment privately to enable her child to 

go to nursery. While the cost of this was not an issue to her, the lack of support in 

gaining a nursery place was –   something this parent thought could not be addressed 

through personal budget but required a regulatory change and a requirement to include 

special educational needs provision into nursery education.   

 

These two examples illustrate that considerations about the personal budgets are 

above all informed by experiences of the current provisions and systems; and what is 

articulated as a shared perspective comes from divergent experiences of the care system. 



Divergent perspectives and experiences is a further dimension that commissioners may 

need to consider when designing a personal budget framework and marketing it to 

parents and carers.   

 

The way commissioners choose to promote personal budgets is also likely to 

influence how parents and carers deem whether the scheme applies to them and as the 

quotations above illustrate a lack of clarity about entitlement is the first hurdle that 

needs to be overcome.  Government web sites and other information available via the 

internet about personal health budgets provide contradictory information, which may 

further muddy the waters, for example,  information developed by the national charity 

‘In-control’ offers families a largely positive picture of the potential of personal health 

budgets to improve families lives, using individual case studies to illustrate how budgets 

have been used successfully, in some areas of the UK, to  purchase specialist equipment 

( In-Control 2015) . This contrasts with information available from  NHS England 

which highlights the exemptions that apply to personal health budgets and the purchase 

of specialist equipment (NHS England Participation Team 2014, SEND Disability code 

of practice 2014). Commissioners will need to be able to provide families and carers 

with clear guidance and entitlement criteria – a challenge where individual needs vary. 

 

Lack of clarity about what a personal health budget might be used for and who is 

eligible to receive one was a continuing theme in how parents and carers discussed what 

they wanted from a personal health budget and how they weighed its advantages and 

disadvantages. 

 

Potential benefits of personal health budgets  



When asked to imagine how personal budgets might work for them, parents highlighted 

that they might wish to buy in additional services which are not available through the 

local NHS health services: 

 

‘In some ways is quite useful because it would allow me to pay for some of the private 

services that I’m already buying’ (Interviewee 09). 

 

‘There could be, as you say, hydrotherapy or it could be some other kind of therapy that 

he needs that I can’t get [on the NHS] (Interviewee 08). 

 

 ‘If I had that budget and I was told I had a certain amount to spend and then this is how 

much this costs, this is how much that costs, I would definitely buy some sensory 

integration therapy and I would really value the opportunity to do that.’ (Interviewee  

06). 

 

            This ‘wish list’ of additional things that their children would benefit from 

highlights that parents would like to exercise greater ‘choice and control’ over what 

they could provide for their children, with regard to rehabilitation.  The therapies 

offered within the NHS service provision for disabled children are based on assessment 

of clinical need, and constrained by service limits; for example, the Royal College of 

Speech & Language Therapists reports on significant cuts to speech and language 

therapy services in recent years leading to long waiting times (RCSLT 2014). Provision 

of child health service more generally are known to vary considerably across the 

country, dependent on where families live (Parr 2013).  

 



               Parents value continuity of care and find waiting times frustrating and 

unhelpful, particularly when they believe that earlier intervention may help their child’s 

development. Current research and thinking amongst health practitioners supports this 

view (Department of Health 2012, Miller et al 2009). Circumventing a system that from 

a parent’s perspective responds sluggishly to their child’s needs and provides additional 

choice could offer substantial benefits. 

 

             Guidance however suggests that parents will not be allowed to use personal 

health budgets on services already commissioned and this will likely include 

rehabilitation therapy and access to specialist rehabilitation services. This is based on 

the principle of commissioners not paying twice for the same service, even if from a 

parental perspective, these services may be inadequate or severely limited in their 

locality. (SEND 2014, section 5).  

 

             Parent and carer personal health budget ‘wish list’ also reflected gaps in NHS 

and statutory services, specifically a lack of access to highly specialist therapy services.  

This includes therapies such as hydro therapy which is only available in very specific 

circumstances through the NHS, and non-traditional, alternative or complementary 

therapies, not routinely available on the NHS services.  For some parents and carers 

these constitute potentially important, advanced and innovative therapeutic 

interventions, which they perceive as enhancing and supporting their children’s physical 

and cognitive development (Bourke-Taylor et al 2015).  However, many of these 

interventions remain untested and are likely to be excluded by commissioners on the 

basis that they lack ‘evidence of their effectiveness’ in achieving good outcomes for 

children (The Communications Trust 2014).  



  

                The choice of potential benefits, circumventing the bureaucracy surrounding 

access and referrals to a wider range of services allows for some reflection about the 

current lack of responsiveness of child health services.  From parent’s perspective, 

delays and bottlenecks in the system are detrimental to the child’s development 

(Contact a Family 2014).  The original vision of personalised services could have been a 

vehicle for addressing these gaps and had the potential to transform services which 

would potentially be more responsive to parental preferences and choices (Majnemer et 

al 2013, McCann 2006). It could have led to step changes in service provision, where 

the landscape of provision would change and adapt to the needs and preferences of the 

child, with involvement from parents and others involved in their care (National Voices 

2015). But current questions about eligibility and exclusion of certain services ( 

Slasberg and Beresford 2017 ), including those currently commissioned by clinical 

commissioning groups, would exclude all the options that the parents we spoke with 

deemed important.  

Equipment  

Parents and carers also expressed the view that a personal health care budget could be 

used to facilitate quicker access to services and equipment. For decades, equipment 

provision for disabled children, including access to wheelchair services have 

consistently failed the needs of children with complex needs (Centre for Economic and 

Business Research 2014, Gani 2015, British Health Care Trades Association 2016).  

 

‘You would hope then because you have more control that you would get those bits 

quicker. I would want to keep what I have but just hopefully like when it comes to 

equipment then it could be faster (Interviewee 03). 



 

                 The desire to access equipment more easily and in a timely manner was a 

common thread throughout the interviews; except for parents with very small children, 

most parents reported difficulties in ensuring that equipment was received when it was 

needed. The experience of parents of older children was characterised by a constant 

cycle of applications for additional pieces of equipment, lengthy waiting times for items 

being approved through various channels and delays in receiving ordered equipment. 

This applied to both basic equipment (like hand rails) and bespoke equipment, like 

wheelchairs adapted to the needs of the child. Unsurprisingly, these were sources of 

frustration for families.   

 

             A personalised budget was perceived as a potential way out of this dilemma, 

where control over the budget would mean easier access to equipment. The notion that a 

personal health budget could offer the opportunity for children and their families to 

have greater choice and control and use their budget to purchase the equipment their 

child needed is provided in the publication by In-Control ‘Personal Health Budgets and 

Children’s Equipment’ (2015). However, when considered alongside evidence that 

statutory provision of children’s equipment is at breaking point – evidenced by the 

increasing number of applications to charities such as Newlife (2017) to support the 

purchase of basic items of equipment -  it is hard to envisage how such a system could 

work in practice, when there is no new funding to support personal health budgets 

(Local Government Association & NHS England 2016). 

 

Potential drawback of personal budgets  

Parents also suggested that personal budgets may also have disadvantages and risks. 



Equivalence of services:  

One major consideration for parents was that they did not want to lose out if they opted 

for a personal health budget. Some parents and carers thought that they would need 

convincing that the level of funding would be equivalent to what is already available.   

They were concerned that their children should not receive a personalised budget which 

would “buy” fewer services than they had before.  

 

‘If I was given the option to choose, I’d want to know on a quantified basis what’s the 

value of the services that I’m receiving. …. If I had the pot of cash … to control it 

myself, my first question would be does my pot of cash allow me to have the exact 

same service I’ve got now?’ (interviewee 09). 

 

Maybe it depends how much everything costs as well and if you’ve got enough in your 

budget to pay for those things that are important.’ (interviewee 03). 

 

Behind this was the concern that a system based on a pre-defined budget may 

not be able to ‘buy in’ services to an equivalent value of what is now available 

(Slasberg et al 2012). Work on benchmarking the costs of NHS care are underway, but 

currently NHS rehabilitation therapy services do not have an identifiable ‘price’ and 

parents were concerned that they would find themselves in the dilemma of having to 

manage the needs of their child with insufficient resources. (National Health Service 

Benchmarking, Network Programme Report 2015/16). Given the pressures on the NHS 

as it stands, these concerns are not without merit and parent concerns about potential 

rationing of services may not be unfounded (Scott-Samuel 2015, Pearson & Ridley 

2016 ).  Recent guidance from NHS England suggests that personalisation more broadly 



will provide an ‘essential counterbalance’ to whole population commissioning, raising 

concerns that a long-term consequence of personalisation may be the transfer of 

responsibility from the state to the private sector (Local Government Association & 

NHS England 2016, Williams & Dickinson 2016)  

  

Some parents highlighted the potential impact of having to make a choice with a 

personalised budget.  They reflected on what the consequences on having a limited 

personalised care budget were and that they may have to prioritise within the limits of a 

given budget:  

 

The thing is if you’re given a certain amount of money, then I can see that dwindling 

quite fast with the amount of attention in the areas that she needs.’ (interviewee 05). 

 

 ‘Given a choice, if I only had a budget to choose I would have to choose the sort of 

Down’s syndrome specific [one]. I would be very loathed to lose the kind of 

communication speech and language therapy that we have with the NHS because I think 

both together in parallel is a very holistic approach to language and they’re not 

contradictory’ (interviewee 09). 

 

The prospect of comprehensive personalised budgets highlights the challenge of 

ensuring that provision would be at least the same as through the current system. 

Parents are aware of this as a difficulty; having fought consistently for the level of 

services of their child, many parents are highly attuned to the value of what they have in 

terms of services and therapies and hence protective of what they have. While parents in 

their reflections on potential disadvantages refer to substituting current arrangements, 



the remarks show that for any new arrangement parents will need to be convinced that it 

offers a better system of meeting their child’s needs than the current, imperfect 

processes.   

 

Managing the budget: 

Parents expected that a personal budget may well involve taking on additional 

responsibility of managing such a budget. Some parents questioned whether they either 

were able to or even wanted take this on, particularly when they are already 

experiencing the everyday pressures of organising care and services on behalf of their 

children (Vonneillich et al 2015, Larkin 2015 )  

 

‘You know, I’m busy enough already.  If I’ve then got to arrange for her physiotherapy 

and her occupational therapy and so on, you know, I am... ‘(interviewee 01) 

 

Some also questioned whether they would continue existing professional input 

into care and did want to lose the link to bespoke expertise and the access to valued and 

in many cases cherished relationships with trusted professionals.  

 

‘You could be sitting with a large pot of cash without really knowing what it is your 

child is supposed to need.  Whereas from my perspective because I had  [name of 

therapist] telling me, “This is what your child is likely to need,” she then made the 

necessary referrals, we then got the people involved.’ (interviewee 09) 

 

While personal choice was seen to have potential benefits, parents were also 

aware that the current system provides a degree of certainty and reliability of access to a 



whole range of services, even if this access is bureaucratic, may involve extensive 

waiting times, and may be limited.  Some parents were concerned that uneven demand 

for services, through a personalised budget system, may result in uneven provision with 

high demand for some services leading to shortages in provision and a reduction in 

those services that were ‘less popular’ –  this may be specifically relevant where 

resources are already scarce, as is the case with rehabilitation therapies. 

 

‘ Let’s say for the sake of argument that every single parent wanted physiotherapy and 

there weren’t enough physiotherapists to do that, and there was no extra money, is that 

saying that then budget would be cut like OT or Speech and Language, would it have to 

be cut, so it doesn’t feel very thought through at all’ (interviewee 06). 

 

Personal capacity and willingness to add further responsibility to their already 

high levels of care work, the need for continuous professional support through therapist 

in care planning, and the value of long-term and expert support, may be the less direct 

but nevertheless highly pertinent considerations for parents when considering any 

changes to the current system. Commentators have highlighted that alongside benefits 

many carers find managing a personal budget stressful (Larkin 2015). Parents and carers 

understand that their personal circumstances can change rapidly, and they are aware that 

the broader picture, in terms of the long-term development and changing needs of their 

children matters. In this, parents might be particularly well placed in participating and 

contributing to the local design and delivery of any local system.  

 

Conclusion  



Parents and carer respondents in this study were asked to consider personal budgets 

from their current perspectives. None of them had been approached about personal 

budgets at the time of the interviews, and in this sense the reflections are speculative. 

Indeed, developing systems to support personal budgets in this region and in many other 

areas of the UK, are still in the planning stages (Local Government and NHS England 

2016). 

 

Parents and carers of disabled children are already experts in managing the care 

of their children within the current system and hence they have extensive experience 

about the scope and depths of their children’s needs. To that extent their viewpoints are 

important indicators of how an offer of personalised budgets may be received, and what 

parents will consider when weighing the options of using a personal budget. The data 

provides a contrast to surveys commissioned by the government that have provided a 

largely positive picture of how the Special Educational Needs and Disability reforms 

and personal health budgets are being implemented (Slasberg and Beresford 2016, 

Department for Education 2016). 

 

Personal budgets, for the parents in our study, were not a simplistic choice of 

having one or not.  Parents were aware of the advantages of personal budgets and could 

see how it might benefit their children by providing more personalised and timely health 

provision.  However, they were also aware of potential pitfalls in the form of under 

provision due to the costs of services and the additional managerial burden of decision 

making associated with administering a budget.  Interestingly, some parents highlighted 

the potential impact on the system of provision if therapy services ‘by choice’ were 



introduced and argue, in some instances for a population based approach to 

commissioning for specialist services. 

 

What emerges from the interview segments on personal budget is that parents 

view the programme as assisting improved access to health services, regarding  therapy 

services.  This leads parents to consider the trade-off between the current level of 

services received and the opportunity self-funding may offer in increased flexibility and 

choice of services that can be bought in.  In a system like the UK NHS, where the health 

services are not monetised but made accessible according to clinical thresholds of need, 

any new arrangements need to work with implicit and explicit expectations and 

concerns.  As discussed, parental expectations relate to greater flexibilities in relation to 

services, concerns relate to not wanting their children to lose out regarding existing 

provision. NHS England has recently established a ‘closed’ learning network for 

commissioners and local authorities to aid the ‘roll out of personal health budgets’ and 

address difficulties in how to manage what are likely to be very differing parent 

expectations.  

 

While none of the parents had actively considered personal budgets, this 

perception in the ‘either - or’ categories of personal budget may well be an explanation 

of why parents have not opted for personal budgets or sought to inform themselves 

about them and why they may not see a personal budget as a particularly attractive 

option. 

 

The study has also provided insights into the views of parents and carers about 

personal health budgets, at a time when personalisation more generally is seen as 



providing a solution to poor coordination and integration of services for those with 

long-term care needs (Chaplin 2015). There is some evidence that the introduction of 

direct payments, a precursor to personal health budgets, for carers of disabled children 

is a welcome initiative enabling parents and carers ‘to take control’ and reducing the 

need for contact with different service providers - regarded as one of the most stressful 

aspects of caring for a disabled child (Blyth & Gardner 2007).   

 

Reviews of the impact of personal health budgets in other aspects of health care, 

report mostly positive outcomes, but also identify difficulties with the ‘process’ and the 

concept of personalisation has some inherent contradictions in terms of equitable access 

to health care (Hatton et al. 2013; Williams & Dickinson 2016). Our findings suggest 

that in one region there was a general lack of awareness of entitlement amongst parents 

and carers - only one parent had experience of using direct payments and few had any 

knowledge or awareness of their entitlement to a personal health budget. There remains 

concern about how personalisation will work in practice and the impact of 

personalisation on a wider consensus about equity and entitlement within the NHS 

(Williams & Dickinson 2016).  

 

Summary  

Interviews with a small number of parents of disabled children explored the uptake of 

personalised health budgets. From the perspective of NHS England the roll out of 

personal health budgets provides a potential solution to provision of care for those with 

complex needs, based on an assumption that allowing parents and carers greater ‘choice 

and control’ may also contribute to more efficient use of limited resources at a time of 

diminished budgets (Local Government Association and NHS England 2016).   



 

Our interviews highlight that parents and carers view the potential of greater ‘choice 

and control’ over the provision of a ‘bespoke package of care’ with caution. Any 

perceived benefits are tempered by experiences of current provision and concerns about 

how a personal budget would work in practice. Some families may not want the 

additional responsibility or pressure associated with managing a budget  (Hayles et al. 

2015, Larkin 2015 ).   For Local authorities and commissioners, questions about 

entitlement and what can and cannot be purchased with a personal health budget are 

likely to be tested (Department of Education, Parent Carer Survey 2015, Slasberg and 

Beresford 2017, ). 

 

Based on our interpretation of current guidance and informal discussion with local 

commissioners, parents may be right to be cautious, as exemptions and limits curtail the 

original vision of a ‘bespoke package of care’.  Rather than improving access to and 

increasing satisfaction with the care they receive, the reforms may contribute to further 

cuts to the specialist services that parents and carers value as commissioners attempt to 

balance limited budgets  

 

Limitations of the study 

 

The study is based on a small number of participants. It was conceived to be exploratory 

and contained, the eventual number of participants was below expectation. Hence the 

findings do not present a generalizable picture of the viewpoints of parents and carers.  

In terms of recent experience of research studies, difficulties recruiting parents and 

carers of disabled children is a common phenomenon. The interview participants in this 



study were interested in sharing their views and gave their time enthusiastically, and as 

experts in managing the care of the children within the current system, their views 

provide a welcome ground level insight into the expectations and concerns about the 

implementation of personal budgets.  To this extent their viewpoints are important 

indicators of how an offer of personalised budgets may well be received by future 

recipients and what may inform parental consideration of personalised budget provision.   
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