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Short Breaks Consultation  

October – December 2017: 
 

 

Executive Summary 
 

 

Short Breaks are part of a range of services that support children in need and their families. They are 

provided for children and young people who are disabled. They include day, evening, weekend and 

overnight activities for the child or young person, and can take place in the child’s own home, the 

home of an approved carer, or in a residential or community setting. 

 

During October, November and December 2017 a 6-week consultation was undertaken regarding the 

future model of delivery for these services. During this time, nearly 900 people got involved to give us 

their views. 

 

Two surveys collected views from children, young people, parents, carers and professionals in which 

over 700 individuals took part: 350 children and young people completed the children’s survey that 

was designed by young people from the Shooting Stars group; and 392 adults (including parents, carers 

and professionals) completed the parents and carers online questionnaire.  

 

We ran 10 consultation meetings around the county, which were attended by 150 individuals. 

Additionally we visited 15 clubs and activities for children and young people and 14 events for parents 

to promote the consultation. 

 

Feedback from children, young people, parents and other stakeholders was immense and reinforced 

how important these services are for families.  

 

Overwhelmingly the consultation highlighted:  

• The significance of short breaks to so many families;  

• The lifeline that these services offer; and 

• The importance of short breaks in that they do not just provide a break, but enhance and maintain 

healthy family dynamics; they contribute to the emotional and social growth of disabled child and 

underpin the wellbeing of non-disabled siblings. 

 

Key principles identified in the consultation included: 

• That information on what is available needs to be easily accessible; 

• That assessment of the whole family as well as the needs of the child/ren is really important in 

getting the right package of support; 

• Locally available provision is important to reduce travelling for families and maximise the short 

breaks that these services provide; 

• Appropriately skilled staff are an essential part of the short breaks offer; 

• Ensuring that venues are suitable and have the required equipment to deliver short breaks is 

essential; and that, 
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• Responding to a range of needs, including complex medical needs, is imperative. 

 

Key themes identified in the consultation included: 

• How highly valued residential short breaks are by families across the county; 

• That short breaks are used to not only give parents and young people a break from each other, but 

also to provide an opportunity for children and young people to socialise with peers and prevent 

isolation. 

• That there is a lack of consistency in terms of the quality of non-residential short breaks across the 

county; 

• There is not enough support to enable disabled children to benefit and take part in mainstream 

clubs and activities; 

• There are gaps in provision in different areas of the county, mainly with regards to the non-

residential short breaks offer; 

• Non-residential short breaks for children with Profound and Multiple Learning Difficulties (PMLD) 

are considered insufficient and often these activities are not able to respond to the most complex 

needs; 

• In particular short breaks provision often does not meet the medical needs of children; and 

providers do not have the equipment needed for some of our most physically disabled children. 

• Frequently parents feel that staff employed do not have the skills to work with the most complex 

children (particularly those with complex medical needs). 

• Parents reported having to stay at the clubs with child/ren when non-residential short breaks staff 

were not able to or willing to respond to all of the individual needs of their child. 

• Providers also fed back that they can struggle with staff turnover and being able to recruit staff 

with sufficient expertise. 

• Feedback suggests that there is not enough provision in the holidays and that the all-day sessions 

that are on offer are not long enough to enable decent short breaks or allow for parents to work. 

• Whilst Personal Budgets are thought to be useful by parents, overwhelmingly they also pose 

significant challenge to parents, particularly in finding and securing appropriately trained Personal 

Assistants for minimum wage. 

• Some providers are very successfully supplementing their income from NCC and parental 

contribution by applying for additional charitable funding. 

• Parents advised us that financial contribution to clubs and activities varies depending on the area 

and the provider. 

• Some families reported the value of “Family Link” but some pointed out that processes at the 

Council make it hard to be a Family Link foster carer (timing of payments, red tape etc).   

• Also some parents noted that Family Link carers were often not ready for complexity of their child, 

either due to the Social Worker not being clear and transparent with the foster carers or in terms 

of expertise of carer. 
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The quotes throughout this document are comments from parents, carers, children and young 

people taken directly from the surveys. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

“Without this support I would not be able 
to keep my son in the home 
environment as he is far too 

challenging. This is the only break I get 
from him as a single parent with no 
family support; I simply could not 

manage without…” 

“This is an EXTREMELY essential service that 
enables the only TRUE break our family get.” 

“The residential short breaks provision is essential. 
Without this, the family would roll from crisis to crisis.” 

“Without it I would be in crisis and no longer 
able to care for my daughter.” 

“Short breaks are my lifeline in keeping my 
head above water.” 

“Saves me from a nervous breakdown.” 

“It would be difficult without such a service. It gives us as a 
family a break and also my son absolutely loves going. This is 
the best support we could ask for and we are very grateful for 

this service. It makes a real difference to each of us.” 
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1. Introduction  
 

 

Short Breaks are a part of a range of services that support children in need and their families. They are 

provided for children and young people who are disabled. They include day, evening, weekend and 

overnight activities for the child or young person, and can take place in the child’s own home, the 

home of an approved carer, or in a residential or community setting. 

 

The Local Authority has a duty to provide short breaks to children where an assessment that shows 

they are necessary to meet their needs taking account of the family context. 

 

Most of the current contracts expire at some point over the next 12 months so we needed to look at 

what families wanted to see so that new contracts can be set up to meet need going forward. 

 

In this consultation, the Council wanted to hear the views from interested parties to help shape how 

Short Breaks in Northamptonshire will look from August 2018 onwards. The feedback from this 

consultation, along with other relevant information, will be used to develop the best model for the 

statutory provision of Short Breaks in Northamptonshire. 

 

 

 

This report collates the information and data gathered during this consultation held from October to 

December 2017. 

 

  

  

“Having time freed up from caring for our disabled child enables us to 
spend quality time with our other children and also enables us as 

parents to have time for each other. This sustains and enables us to 
continue to care in the long run.” 
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2. Background  
 

 

The Children’s Act 1989 and Breaks for Carers of Disabled Children Regulations 2011 place a duty on 

authorities: the Council must provide services designed to minimise the effect of their disability on 

disabled children, give children the opportunity to lead lives which are as normal as possible; and assist 

individuals who provide care for disabled children to continue to do so, or to do so more effectively, 

by giving them breaks from caring. 

 

The Local Authority is required to take into account a range of important considerations in making 

strategic decisions about the commissioning and funding of short breaks, assess the needs of any 

disabled child whose family may want or need services above the level available locally without an 

assessment; and provide short breaks to children where an assessment shows that they are necessary 

to meet their needs, taking account of the family context. 

 

Local Authorities “must provide, as far as is reasonably practicable, a range of services which is 

sufficient to assist carers to continue to provide care or to do so more effectively.”  This can include 

day-time care in the homes of disabled children or elsewhere, overnight care in the homes of disabled 

children or elsewhere, educational or leisure activities for disabled children outside their homes and 

services available to assist carers in the evenings, at weekends and during school holidays. 

 

Commissioning in partnership is equally important, and the Children and Families Act 2014 Section 26 

states that Local authorities are also required to jointly commission services with partner 

commissioning bodies for disabled children and young people and those with SEN. Accordingly, there 

are duties on the NHS as well to provide short breaks to disabled children with complex health needs 

and to co-operate with local authorities in the provision of short breaks generally. 

 

Northamptonshire County Council (NCC) is committed to ensuring children and young people with 

disabilities can access and enjoy all the services and settings in their community that their non-disabled 

peers do.  

 

This is currently achieved by supporting mainstream holiday clubs, after school clubs, nurseries and 

other provisions to ensure they can provide a safe and fun short break facility for disabled children and 

young people. NCC also have contracts in place for specific activities for children and young people 

with more complex, additional needs. For children and young people who have a significant complexity 

of need and/or their family situation is complex, specialist services are also available. 

 

The consultation was conducted by the staff across Children, Families and Education Team within 

Northamptonshire County Council, who carried out the consultation in compliance with NCC’s 

Consultation and Engagement Policy and Statement of Required Practice.  

   

“It is our lifeline - we would not survive 
as a family without this crucial service.” 
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3. Consultation Methodology  
 

 

The following outlines the consultation methods used to generate the material and data for analysis.  

  

A stakeholder analysis was completed and an Engagement and Participation plan developed. This 

identified stakeholders which included users of short break services, providers, and interested 

members of the public, community groups, stakeholder organisations, plus others.   

 

Information sheets were created to promote the details of the consultation. This was also made 

available in Easy Read.  

  

Due to the breadth of information required from both children/young people and their parents/carers, 

two base questionnaires were devised.   

 

The parents and carers questionnaire was designed with support from the Northants Parents Forum 

Group (NPFG), who are the independent parent-led group formed and run by volunteers to represent 

the views of families of children and young people with special education needs and/or disabilities 

(SEND) in Northamptonshire. 

 

 

Seven questions used in the consultation were developed by NPFG as detailed in their Short Breaks 

survey which took place during July and August 2017 (Appendix 2). The parent and carers 

questionnaire was created with the aim to:  

• Inform the audience of the short breaks service, who they are for and that views and input will 

influence future service delivery when re-commissioned in 2018. 

• Discover the age range and number of children/young people cared for who have a disability or 

special educational need. 

• Describe the nature of the disability and care needs of their child/ren. 

• Gain an understanding of parents and carers experience of accessing a range of short breaks 

services – including residential short breaks across Northamptonshire.  

•  Ascertain satisfaction levels and any gaps in service provision. 

• Gain an understanding of parents/carers views on the benefits of accessing residential short breaks 

and experience of direct payments. 

  

The children and young people’s questionnaire was designed by Shooting Stars (a group of young 

people with additional needs who represent other young people in Northamptonshire) with the aim 

to: 

• Inform the audience of the short breaks service, who they are for and the reason for the 

consultation. 

“He loves going and has grown in confidence and is achieving things 
he just would not do within the home environment.” 
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• Discover the age of the child or young person completing the survey, if they have a special 

educational need or disability, and district of residence. 

• Gain an understanding of the child or young person’s experience of accessing a range of short 

breaks services – including residential services across Northamptonshire.  

•  Ascertain satisfaction levels and any gaps in service provision. 

 

The online Parents/Carers questionnaire was set up in a way in to enable respondents who were 

individuals from stakeholder organisations, community groups or staff, and involved in the care of 

children, could give information under the category of “other.”   

 

All respondents were directed to the questions relevant to them. This meant that the questionnaire 

was filtered so that the relevant audience group were presented with the questions that were 

pertinent to them.  

  

A number of qualitative and quantitative questions were asked to gain an understanding of 

respondent’s views.  

  

Copies of the questionnaires were made available on a dedicated internet web page on NCC’s 

consultation register, www.northamptonshire.gov.uk/consultationregister, which is where all of the 

Council’s consultations are published. Easy read versions and downloadable hard copies were also 

published on NCC’s website. Postal and email addressed were supplied for written submissions.  

 

Representatives from Northamptonshire County Council and the Clinical Commissioning Groups 

(CCGs) also facilitated eight short breaks consultation open meetings. These were held in the north, 

south and centre of the county. In addition a session was held for parents whose children access 

residential short breaks and a session was completed with staff from these units. 

 

NCC’s lead officer for this consultation co-delivered a presentation (Appendix 1) to 

partners/stakeholders meetings. The presentation given informed local people about the Short Breaks 

services, NCC and the CCGs statutory duties and also to direct them towards the consultation 

questionnaire and how to have their say. Following the presentation questions, opinions, ideas and 

concerns were fielded from attendees. 

 

 

 

“We need a break from our parents as 
much as they need a break from us!” 

“The care we have is excellent, but for a 
child with so many needs the pressure on 

us is tremendous… The stress and 
strains on families like ours will 

eventually take their toll.” 
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Open meetings were held at the following venues, dates and times: 

• NORTHAMPTON: Thorplands Children’s Centre, Northampton, 1st November, 5.30pm 

• WELLINGBOROUGH: Penrith Drive Children’s Centre, 6th November 2017, 5.30pm 

• KETTERING: Montagu Street Children’s Centre, 8th November 2017, 5.30pm 

• DAVENTRY: Daventry Children’s Centre,13th November 2017 5.30pm 

• CORBY: Pen Green Research Base, Corby, 14th November 2017, 5pm  

• EAST NORTHANTS: The Pemberton Centre, Rushden, 15th November 2017 5.30pm 

• SOUTH NORTHANTS: Towcester Children’s Centre, 20th November 2017, 2pm and 5.30pm 

• NORTHAMPTON: Kingsthorpe Children’s Centre, 30th November, 2pm  

 

British Sign Language Interpreters were in attendance to offer support at both the Corby and 

Kingsthorpe meetings. 

 

The consultation information leaflet, online questionnaires, support available and open meetings were 

promoted to a number of key stakeholders, including:  

• Shooting Stars 

• Through the Local Offer 

• Short Breaks Services providers 

• Schools, including special schools 

• Voluntary and Community Sector organisations  

• Clinical Commissioning Groups  

• Northampton and Kettering General Hospitals  

• Northamptonshire Healthcare NHS Foundation Trust (NHFT)  

• First for Wellbeing  

• NCC’s Disabled Children’s Team 

• NCC’s Northamptonshire Children’s Services  

• Children’s Centres  

• NCC’s Early Help and Prevention Teams  

• NCC’s Educational Support Teams 

• Healthwatch 

• NCC’s Information, Advice and Support Service (IASS) 

• SEN Inclusion Team 

• Northamptonshire Learning Disability Partnership Board  

• Northamptonshire County Councillors  

• NCC staff  

• Plus other interested parties  

  

 Key organisations, identified through the stakeholder analysis, were also asked to help promote the 

consultation amongst their members and other distribution channels. The Short Breaks 

“It is vital to our family to get regular breaks. It 
means we can stay a family unit rather than looking 

at the possibility of permanent residential care.” 
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Northamptonshire working party also promoted the consultation amongst Short Breaks Board 

members, and via NCC social media accounts, the Local Offer, websites, newsletters and their known 

health and care providers and commissioned contacts.  

 

Participation staff visited 15 youth provisions during the consultation period. This additional support 

enabled 335 young people to complete the survey. 

 

NCC’s IASS attended 14 Parents groups/forums across the county and promoted Short Breaks 

participation to over 80 Parents/Carers. 

  

As well as being promoted via our partners’ communication channels, the consultation was posted and 

publicised via the Council’s Facebook, Twitter and other social media accounts.  

  

The 6-week consultation began on 26th October 2017 and ended on 6th December 2017.  
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4. Summary of Survey Feedback  
 

 

 

A wealth of feedback was received in response to this consultation and included a large number of 

comments from the different groups of respondents – including service users and their families and 

carers, elected councillors, interested members of the public, professionals, stakeholder organisations 

and community groups.  

  

 

a) Parent and Carer’s Questionnaire Feedback 

 
  

From the questionnaire, 333 respondents identified themselves as a ‘Parent’ (85.4%) and 57 (14.6%) 

detailed themselves as ‘Other.’ Other respondents included siblings, grandparents, support workers 

and care staff teachers and teaching assistants, consultants; paediatricians, lecturers, guardians and 

foster carers. Some respondents detailed themselves as being in a senior job role. 

 

Respondents were asked which district or borough in Northamptonshire they lived in. 

 

 

 

There were 390 responses to this question:  

• 92 answered that they lived in Kettering (23.6%); 

• 73 in Northampton (18.7%);   

• 62 in East Northamptonshire (15.9%);   

• 59 in Wellingborough (15.1%);  

• 34 in Corby (8.7%);   

• 33 in South Northamptonshire (8.5%);  

• 33 in Daventry (8.5%); 

• 4 chose “Not Sure.”  

 

0% 5% 10% 15% 20% 25%
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“How many children and teenagers with disabilities are you currently looking 

after?”  

363 respondents answered. The majority (71.6%) responded that they looked after 1 child; 66 (18.2%) 

looked after 2 children; 9 (2.5%) looked after 3 children and 28 respondents looked after 4 or more 

children. All responses include those given by professionals answering under “other” in question one. 

29 people chose to skip this question. 

 

“How old is your child?” 

Close to half (43%) of the children looked after by respondents are of primary school age. Nearly a 

third (32%) of these children are in secondary school, one-fifth (20%) are aged over 16 and 27 are 

pre-schoolers. 

 

 

 

“What best describes the disability / needs of your childchildchildchild?” 

A range of options for responses for answers were given. A free text box was also offered to describe 

a disability/need under the answer choice of “other.” 

 

Answer Choices Responses 

Physical / Mobility Needs 9.76% 117 

Learning Disability 18.68% 224 

Autism / Autism Spectrum Disorder / Asperger’s 21.02% 252 

ADHD 8.67% 104 

Hearing Impairment 3.09% 37 

Visual Impairment 3.59% 43 

Down Syndrome 2.67% 32 

Challenging Behaviour 12.01% 144 

Global Developmental Delay 10.76% 129 

Complex Medical Needs 6.26% 75 

Other (please specify) 3.50% 42 

 

Pre-School age

6%

Primary School age

43%

Secondary School age

31%

Over 16

20%

How old are your children?
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What best describes the disability / needs of your child?

 

 

365 respondents answered this question. This was a multiple answer question. There were a number 

of respondents who described their child as having more than one of the disabilities/needs as listed 

above. 27 people chose to skip this question. The highest number of respondents described their 

children’s need as Autism / Autism Spectrum Disorder / Asperger’s.  

 

Of the 42 responses to “other conditions,” examples include Epilepsy, hypermobility, Fibromyalgia, 

Scoliosis, Chronic Fatigue Syndrome and Chronic Pain Syndrome, Chromosome Displacement, Mowat-

Wilson Syndrome, Sensory Processing Disorder, Cockayne Syndrome, Fragile X Syndrome, Dravet 

Syndrome, Dyspraxia, Myotonic Dystrophy, Apert Syndrome, Prader-Willi Syndrome, Pitt Hopkins 

Syndrome, Attachment Disorder, psychosis, depression/anxiety, allergies and challenging behaviours.  

 

“Does your child require personal care and / or 1 to 1 support?’  

363 respondents answered: Over half of the respondents (53.2%) answered that their child needed 

both. 73 (20.1%) required 1 to 1 support only, 56 children (15.4%) required Personal Care and 41 

(11.3%) required neither. 29 people chose to skip this question. 

 

“Services should take into account the needs of the family 
as well as the individual with special needs.” 
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“Does your child access any of the short breaks on offer?” 

A total of 357 respondents answered: 235 respondents (65.8%) answered that their children do access 

the short breaks on offer. 122 (34.2%) respondents did not access short breaks. 37 people skipped this 

question. 

 

The 235 respondents who answered “yes” to accessing the short breaks on offer were then filtered 

through to select the services they used. 229 people answered, with the breadth of responses detailed 

below. 

 

Answer Choices Responses 

Holiday club 20.71% 87 

Saturday club 10.48% 44 

After school club 12.86% 54 

Evening youth club 11.67% 49 

Residential short break 23.33% 98 

Home Based Breaks Service 6.43% 27 

Attends mainstream activity with additional support in place 4.05% 17 

Other (please specify) 10.48% 44 

 

 

 

Residential short breaks were the highest number of accessed services reported on, followed by 

holiday clubs. Mainstream activities with additional support in place were reported as being the least 

used of the services indicated. 
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“Not all young people have the social skills 
required to access the range of provision 

available currently.” 
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Of the 44 respondents who answered “other,” a text box was available which required completion. 

Certain clubs and activities were detailed as were a number of specific support services, respite, direct 

payments, and care within the family home. 163 respondents of the survey skipped this question. 

 

“Does the service(s) meet your needs? Are you satisfied with the service?”“Does the service(s) meet your needs? Are you satisfied with the service?”“Does the service(s) meet your needs? Are you satisfied with the service?”“Does the service(s) meet your needs? Are you satisfied with the service?”    

The majority of service users (83%) stated that they were happy with the service; 31 (13.5%) answered 

that they were sometimes satisfied with the services; and 8 (3.5%) answered that they were not 

satisfied. 163 people chose to skip this question. 

 

Respondents who answered that they were not satisfied with the services were asked to state why. Of 

the 64 respondents who were not satisfied with the services, reasons for this included:  

• A lack of information on the full services that are on offer for families with children with complex 

needs but not physically disabled;  

• Insufficient capacity to meet need; 

• Lack of trained staff to care for children with complex needs; 

• Lack of clubs in accessible areas;  

• Club cancellations; 

• Limited resources and required equipment (hoists) in some venues; and,  

• Some care settings take a long time to access.  

 

It was also reported that the service statement published appears to be out of date as some of the 

services detailed on this are no longer in operation. 

 

118 reported that they were satisfied with the services on offer although 13 of these 118 respondents 

would like additional respite care, PMLD holiday clubs or care services. 

 

“If your child is currently not accessing short breaks, can you tell us the reason for this?”“If your child is currently not accessing short breaks, can you tell us the reason for this?”“If your child is currently not accessing short breaks, can you tell us the reason for this?”“If your child is currently not accessing short breaks, can you tell us the reason for this?”    

Respondents who answered that they were not accessing the short breaks service were filtered 

through to the following question asking why: 

  

Answer Choices                                                                                                                          Responses 

Available short breaks too far away 9 6.04% 

Available short breaks not suitable for age 15 10.07% 

Available short breaks not suitable for care needs 14 9.40% 

My child attends activities with their peers in the local area which are not specifically for 

disabled children 11 7.38% 

Not aware of any short breaks to access 68 45.64% 

Other (please specify) 32 21.48% 

“As [my son] increases in age, he can see his peers in the community 
achieving independence in activity away from parents. To have a provision 
that mirrored this for his needs, allowing escorted travel to a venue, youth 

club or activity and support there for an evening would be amazing.” 
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118 respondents answered this question with more than one response, which resulted in 149 

responses in total. Nearly half (46%) of the responses indicated a lack of awareness of access to short 

breaks. The reasons given by the respondents (32) who answered other included: concerns over the 

care on offer, their child does not like to socialise, they are on a waiting list, clubs are not accessible 

either because a child’s needs are too complex to allow them to attend, care is already in place,  there 

are no local clubs available, social worker advised that none are suitable, their child is too young, their 

child does not meet the criteria set by the short breaks service to be able to access. 274 people skipped 

this question. 

  

 

 

“What types of short break provision would you like your child to access?”“What types of short break provision would you like your child to access?”“What types of short break provision would you like your child to access?”“What types of short break provision would you like your child to access?”    

309 people answered the question on what types of short break provision they would you like their 

child(ren) to access. 83 people skipped this question. There were a variety of answers and comments 

to this question. Youth clubs, holiday clubs, after school clubs and Saturday clubs were requested. 

Respite and overnight care was also seen as being of great benefit and more of this was requested.  

 

Suggestions included activities with animals, horse riding, swimming, outdoor and indoor sports, 

football, holidays, trips and activities to promote their child’s independence.  

 

“When would you like to access sho“When would you like to access sho“When would you like to access sho“When would you like to access short breaks?”rt breaks?”rt breaks?”rt breaks?”    

This question allowed for more than one response and a total of 818 responses were received from 

314 respondents. The majority of 264 (32%) responses stated a preference for weekdays during the 

school holidays, followed by weekends during the school term with 191 responses, weekends during 

schools holidays with 186 and lastly, week day evenings during school term with 177 responses. 
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22%

If your child is currently not accessing short breaks, can you tell 

us the reason for this?

“Respite is essential, as caring for a young person with special needs 
is a full time job. It can be very tiring and emotionally draining. Respite 
gives us a chance to recharge our batteries. It also gives our daughter 

the opportunity to have different experiences, meeting people and 
developing her social skills.” 
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Residential, additional care and Direct Payments were the next areas of focus in the survey. In the 

parents and carers questionnaire residential short breaks, domiciliary care, Personal Assistants and 

Direct Payments were highlighted as being available to children and young people assessed with 

significantly complex needs accessed via a social work assessment or Continuing Care assessment, 

which identifies the need of the child and the family and identifies appropriate services to meet these 

needs. 

 

“Do you access residential short breaks?”“Do you access residential short breaks?”“Do you access residential short breaks?”“Do you access residential short breaks?”    

108 of the 313 respondents (34.5%) who answered said “yes” they accessed this service. A slightly 

higher number of 112 (35.8%) stated that they were unaware of this service. 37 respondents (11.8%) 

stated that they chose not to, 56 (17.9%) stated that they were not eligible. 79 people skipped this 

question. 

 

“If you do, does this“If you do, does this“If you do, does this“If you do, does this    meet your family's needs?”meet your family's needs?”meet your family's needs?”meet your family's needs?”    

105 respondents answered this question and the vast majority (94 respondents) agreed that it met 

their needs (89.5%); 11 respondents (10.5%) stated that “no” it did not meet their needs. 

  

  

 

Weekdays during the 

school holidays

32%

Weekends during the 

school term

23%

Weekends during the 

school holidays

23%

Weekday evenings 

during the school term

22%

When would you like to access short breaks?

90%

10%

Do residential short breaks meet your families' needs?  

Yes No

“The…respite home is our lifeline, I don't 
know how we would manage without it.” 
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Comments were invited as a response to this question. Positive responses included that parents rely 

on this service. It is described as a lifeline for some, and allows quality time with siblings whilst their 

disabled child is being cared for. It also provides a much needed break from 24-hour care of children 

with complex health needs. Parents also expressed that they are pleased that the residential units 

provided opportunities for their child to socialise. Other comments detailed the need for more nights, 

lack of trained staff and appropriate activities, and that they are still waiting to access the service. 

 

“If you access residential short breaks, how does this benefit you as a family?”“If you access residential short breaks, how does this benefit you as a family?”“If you access residential short breaks, how does this benefit you as a family?”“If you access residential short breaks, how does this benefit you as a family?”    

105 people responded to this question. The answers to this question mirrored the positive responses 

to the previous one, in that parents rely on this service. Others commented that it gives time for 

parents and carers to rest and recharge their batteries, that it is vital to preserve mental health and to 

keep the family together. One respondent stated that the benefits are immeasurable. 

 

 

“Do you get support through domiciliary care?”“Do you get support through domiciliary care?”“Do you get support through domiciliary care?”“Do you get support through domiciliary care?”    

Over half, 171 of 307 respondents (55.6%), stated that they were not aware of this. 72 respondents 

(23.5%) stated that they were not eligible, 38 respondents (12.4%) stated that they received support 

through domiciliary care and 26 (8.5%) respondents stated that they chose not to access this. 

 

“If you do, does this meet your family’s needs?”“If you do, does this meet your family’s needs?”“If you do, does this meet your family’s needs?”“If you do, does this meet your family’s needs?”    

26 (66.7%) of the 39 who answered this question stated that yes it did and 13 (33.3%) stated that it 

did not.  

 

 

 

30 respondents gave additional comments. There were 10 positive comments which detailed how the 

support provided allowed some breaks – especially as short breaks clubs and activities cannot cope or 

deal with their child’s complex needs, that it allows them to go to work and they would not be able to 

cope without this support. 12 of the responses reported on the negatives such as lack of availability of 

trained staff, difficulties with recruitment, staff not wishing to work certain hours or in rural areas of 

the county, or have experience of working with children who have disabilities. Other comments 

67%

33%

Does the domiciliary care you receive meet 

your families' needs?

Yes

No

“Recruiting carers is very difficult - especially 
for small packages.” 
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detailed that people are waiting to access this service, are not aware of it, that this gives them 

assistance with their child’s 1-1 care needs. 

 

“If you get support through domiciliary care, how does this benefit you as a family?”“If you get support through domiciliary care, how does this benefit you as a family?”“If you get support through domiciliary care, how does this benefit you as a family?”“If you get support through domiciliary care, how does this benefit you as a family?”    

38 respondents answered. Responses mirror a number of comments to those received from people 

who answered the question ‘If you access residential short breaks, how does this benefit you as a 

family?’ 

 

Several respondents described the service as a lifeline and that it allows quality time with siblings whilst 

their disabled child is being cared for. It also provides a much needed break from 24-hour care of 

children with complex health needs, provides peace of mind that their child is being cared for within 

the family home and it allows parents to work and therefore to be able to afford to keep the family 

home. 

 

“Do you get support through a Personal Assistant?”“Do you get support through a Personal Assistant?”“Do you get support through a Personal Assistant?”“Do you get support through a Personal Assistant?”    

306 respondents answered the question. Almost half of the respondents (45.4%) stated that they were 

not aware of this, 85 respondents (27.8%) were not eligible, 54 (17.6%) stated that yes they get 

support, and 28 respondents (9.2%) stated that they chose not to access support. 

 

“If you do, does this meet your family’s needs?”“If you do, does this meet your family’s needs?”“If you do, does this meet your family’s needs?”“If you do, does this meet your family’s needs?”    

Of the 54 responses received to the question ‘If you do, does this meet your family’s needs?’, nearly 

three-quarters (72%) of the responses show that support from a Personal Assistant met needs 

compared to 28% were it did not meet needs. 
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Yes

No

Does the support you receive from a PA meet your families' 

needs?

“Support is very difficult as a trained PA 
needs higher wages than minimum wage. 
That's if you can find one…Lack of training 

and experience is the big problem.” 
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36 people gave additional comments and 10 respondents described the difficulties in recruiting a 

Personal Assistant (PA) and the associated payments for this. 7 respondents find value in the PA taking 

their child out and enabling them to take part in local clubs or community activities and 2 parents 

detailed how it allowed them to spend valuable time with their child’s siblings. Other comments report 

on the limited time they receive support from a PA or that they are still awaiting the start of this service. 

 

“If you get support through a Personal Assistant, how does this benefit you as a family?”“If you get support through a Personal Assistant, how does this benefit you as a family?”“If you get support through a Personal Assistant, how does this benefit you as a family?”“If you get support through a Personal Assistant, how does this benefit you as a family?”    

53 respondents answered this question. Comments detailed echo previous responses to the benefits 

of residential care; time to spend with the disabled child’s siblings, time apart from each other, time 

for children to spend taking part in community activities; however comment was made that PAs cannot 

deal with medical needs without support or personal care needs due needing hoisting or positioning. 

 

“Do you buy support through a Direct Payment?”“Do you buy support through a Direct Payment?”“Do you buy support through a Direct Payment?”“Do you buy support through a Direct Payment?” 

Respondents were then asked if they bought support through a Direct Payment. 300 respondents 

answered this question; 122 (40.7%) stated that they were not aware of this, 67 (22.3%) reported that 

they are not eligible, 65 (21.7%) stated that they did access this and 46 (15.3%) stated that they choose 

not to access this service 

 

““““If you do, does this meet your family’s needs?If you do, does this meet your family’s needs?If you do, does this meet your family’s needs?If you do, does this meet your family’s needs?””””        

58 responses were received. The majority (71%) chose “Yes” and 17 (29%) answered “No.”  

 

 

 

33 respondents gave additional comments. Comments detailed that families were waiting for this to 

be set up, payments have stayed the same for a long time and increases are needed; that they pay for 

their child’s care but that it is  difficult to find support in organising care packages, and that sometimes 

payments do not go through.  

 

 

71%

29%

Yes No

Does the Direct Payment you receive meet your 

families' needs?

“Direct payments [are] confusing and not made easy to access.” 
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“If you get support through a Direct Payment, how does this benefit you as a family?”“If you get support through a Direct Payment, how does this benefit you as a family?”“If you get support through a Direct Payment, how does this benefit you as a family?”“If you get support through a Direct Payment, how does this benefit you as a family?”    

58 responses were received. There were a breadth of responses including that it gives flexibility, pays 

for clothes and shoes, community activities, time out and respite.  

 

“If you are in receipt of a Direct Payment, what do you buy?”“If you are in receipt of a Direct Payment, what do you buy?”“If you are in receipt of a Direct Payment, what do you buy?”“If you are in receipt of a Direct Payment, what do you buy?”    

This question was answered by 57 people answered this question. The majority of respondents used 

it to buy personal care assistants, clothes and shoes, respite, clubs and activities, food, and one person 

commented that they use it to replace items broken by her child in their carers home. 

 

“What challenges do you“What challenges do you“What challenges do you“What challenges do you    face buying the services that you want?”face buying the services that you want?”face buying the services that you want?”face buying the services that you want?”    

58 respondents commented on the challenges do they face buying the services that they want. 34 

respondents reported that there are significant challenges around recruiting trained, qualified, trusted 

and flexible, staff and if found, retaining them is also difficult. Some respondents added that the low 

hourly rate of pay that direct payments afford makes it hard to recruit, and also reported difficulties 

with the paperwork involved.  

 

“If you are not in receipt of “If you are not in receipt of “If you are not in receipt of “If you are not in receipt of a Direct Payment and if you were eligible, would you a Direct Payment and if you were eligible, would you a Direct Payment and if you were eligible, would you a Direct Payment and if you were eligible, would you 

consider using a Direct Payment?”consider using a Direct Payment?”consider using a Direct Payment?”consider using a Direct Payment?”    

The following two questions were accessible to answer on the online survey. When asked ‘If you are 

not in receipt of a Direct Payment and if you were eligible, would you consider using a Direct Payment?’ 

218 respondents answered this question. 139 (64%) chose the answer “Yes” and 79 (36%) chose to 

answer “No.” 

 

 

Yes

64%

No

36%

If you are not in receipt of a Direct Payment and were 

eligible, would you consider using a Direct Payment?

“It is helpful to us to see our daughter develop in confidence and she feels very 
grown up going out without us. It is especially helpful in the school holidays when 

often she can access a mainstream activity and have the support of her PA.” 

“Daughter has fun and is cared for by 
someone other than Mum! A relief all round.” 
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“Would you prefer a Direct Payment to the way you current access short breaks?”“Would you prefer a Direct Payment to the way you current access short breaks?”“Would you prefer a Direct Payment to the way you current access short breaks?”“Would you prefer a Direct Payment to the way you current access short breaks?”    

218 people answered this question with 96 people (44%) choosing to answer “Yes” and 122 (56%) 

answering “No.” 

 

 

 

“What is most important to you and your family?”“What is most important to you and your family?”“What is most important to you and your family?”“What is most important to you and your family?”    

The next question in the survey asked people to grade ‘What is most important to you and your 

family?’ from a list of options including access to universal activities, specialist activities, support in 

residential units or in their own home. 253 people answered this question. With 1 being “most 

important” and 4 being “least important” the following opinions were received: 

 

More support to access universal activities in the community 

1 2 3 4 Total 

48 19% 78 31% 65 26% 61 24% 252 

 

Access to specialist activities in the community 

1 2 3 4 Total 

95 38% 85 34% 50 20% 21 8% 251 

 

Access to residential provision 

1 2 3 4 Total 

87 35% 32 13% 57 23% 72 29% 248 

 

Access to more support in the home 

1 2 3 4 Total 

23 9% 55 22% 76 30% 97 39% 251 

 

• 180 respondents felt that specialist activities in the community were most important (scores of 

1 or 2) to their family;  

• 126 respondents felt that more support to access universal activities was important; 

• 119 felt that residential short breaks were most important to their family; and, 

• 78 people replied that support in the home was most important.  

44%
56%
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W O U L D  YO U  P R E F E R  A  D I R E C T  PAY M E N T  TO  T H E  WAY  

YO U  C U R R E N T  A C C E S S  S H O R T  B R E A K S ?

“Universal [services] should be supported to be more inclusive.” 
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“Is there anything missing that you would li“Is there anything missing that you would li“Is there anything missing that you would li“Is there anything missing that you would like to be able to access? What activities ke to be able to access? What activities ke to be able to access? What activities ke to be able to access? What activities 

would you like to see? What would you like your child to access?”would you like to see? What would you like your child to access?”would you like to see? What would you like your child to access?”would you like to see? What would you like your child to access?”    

The next question asked for respondents to give information on what they would like to see for the 

future that is not available now. 245 people responded to this question. The majority of respondents 

requested more holiday clubs, play schemes and youth clubs. Activities requested were in the majority 

sport-based such as swimming, football, netball, horse riding, gymnastics, yoga, trampolining, bike 

riding, yoga, archery and climbing. Recreational activities suggested included cooking, computing, 

drama, singing, dance, museums, theatre, visits to local farms and play areas, weekend breaks and 

activity holidays. 

 

More clubs for children with PMLD and complex care needs were requested especially during the 

school summer holidays. Additional respite care, clubs for children under 8 and over 17 were also been 

asked for. Areas these were requested are Wellingborough, Rushden, Daventry, South Northants, 

Corby, Northampton, East Northants and Kettering. 

 

Additional training in medical conditions such as asthma and epilepsy for care staff, an easier direct 

payment system and swifter access to services were also suggested. In addition, further information 

on current services available would be welcomed.  

 

Only a few respondents reported that they did not require any additional services.  

 

50%

72%

48%

31%

0% 10% 20% 30% 40% 50% 60% 70% 80%

SUPPORT TO ACCESS UNIVERSAL ACTIVITIES

SPECIALIST ACTIVITIES IN THE COMMUNITY

RESIDENTIAL PROVISION

SUPPORT IN THE HOME 

What is most important to you and your 

family?

“There is very little available for disabled children and their 
families [here] and when it is available it's hardly promoted 
at all and seems like it’s being kept a secret so that longer 

term the service can be cut due to no take up.” 

“It is difficult to send children to clubs where staff 
are not trained to meet their medical needs.” 
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“How could we improve short breaks and other local support for disabled children and “How could we improve short breaks and other local support for disabled children and “How could we improve short breaks and other local support for disabled children and “How could we improve short breaks and other local support for disabled children and 

their families?”their families?”their families?”their families?”    

248 respondents answered this question and there were a breadth of answers given. 94 responses 

related to not cutting services and requests for enhanced or additional short breaks provision; and 36 

were related to sharing information on the services available and the need to promote these better.  

Accessibility of services were the focus of 13 responses, the need to deliver additional training to staff 

working in the short breaks projects featured in 9 responses and the need for a quicker and clearer 

assessment process were included in comments from 3 respondents.  

 

There were also requests for local services to be available, transport assistance required, and for 

parents to be listened to with children’s individual and family’s needs be taken into consideration when 

developing services for disabled children.  

 

Transparency, clearer communication and longer contracts for providers were requested from NCC, 

and there was a request for additional services in Kettering, Corby, Daventry and South Northants.  

 

Several respondents were happy with the services they currently had and 16 respondents commented 

that they did not use the service, weren’t sure, or the question was not applicable. 

 

 

   

“There is a lack of information on the full 
services that are on offer for families.” 

“High levels of funding seem to go to overnight respite only accessed by 
those who qualify for a social worker... In other words practically nobody. I 
feel this places those families at somewhat an advantage as no families I 

know without an ASD child gets free nights off. Expansion of afterschool clubs 
and holiday clubs would not only be more accessible but more equitable too.” 

“It’s about [my disabled son] but this 
provision also allows the other 3 siblings 

to achieve their aims and potential.” 
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b) Children and Young People’s Questionnaire Feedback 

 
  

As with the parents and carers questionnaire, children and young people were asked a number of 

questions with regards to their experience of short breaks. The first question asked their age. 

 

 

 

There were 244 responses to this question. The highest number of respondents (124) were in the 16-

25 year age bracket (50.8%), followed by 93 respondents aged 11-16 years (38.1%), 18 respondents 

who answered were aged 5-10 years (7.4%) and 9 respondents were aged over 25 (3.7%). A few 

respondents were in their 40s who may have been answering on behalf of their son or daughter.  

 

“Which district or borough in Northamptonshire do you live in?”“Which district or borough in Northamptonshire do you live in?”“Which district or borough in Northamptonshire do you live in?”“Which district or borough in Northamptonshire do you live in?”    

245 children responded. The highest number of children taking part lived in Northampton with 72 

respondents (29.4%) followed by Kettering with 48 respondents (19.6%), Wellingborough with 44 

respondents (18%), East Northamptonshire with 39 respondents (15.9%), Corby had 16 respondents 

(6.5%), South Northants had 8 respondents (3.3%) and Daventry had the lowest number with 7 

respondents (2.9%). 11 children or young people were not sure which district they lived in. 
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0-4 years
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11-16 years

16-25 years

25 years plus

How old are you?

“My parents are less stressed and more 
relaxed so we enjoy our time together.” 

“There are no Saturday clubs for me. 
There is nothing to do during the school 

summer holidays. I need support with me 
all the time (1-1 for medical reasons) so 

Mummy always has to stay with me. I am 
bored of mummy all the time.” 
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“Do you have a special educational need or disability?”“Do you have a special educational need or disability?”“Do you have a special educational need or disability?”“Do you have a special educational need or disability?”    

246 children and young people responded to this question. 218 (88.6%) answered “Yes” they did have 

a disability and 28 (11.4%) answered to say they did not have a disability. 104 people skipped this 

question. 

 

“Had you heard of short breaks before this survey?”“Had you heard of short breaks before this survey?”“Had you heard of short breaks before this survey?”“Had you heard of short breaks before this survey?”    

251 children and young people answered. Under half of the respondents to this question (120 or 

47.8%) stated that they had heard of short breaks before this survey. 131 (52.2%) stated that “No” 

they had not heard of short breaks. 99 people skipped this question. 
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20%
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16%

Corby
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Yes

48%

No

52%

Have you heard of short breaks before?

“My mum and dad get really tired. There 
is nothing out there suitable for me. I also 

rely on 24 hour care.” 
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“What short breaks do you know about?”“What short breaks do you know about?”“What short breaks do you know about?”“What short breaks do you know about?”    

The next question asked children and young people that if they had heard of short breaks, which they 

knew about.  110 children answered this question and 240 skipped. The short breaks that children and 

young people knew about included youth groups, after school clubs, respite care and holiday clubs. 

Children and young people cited specific providers and specific clubs that they knew of or attended. 

Respondents also detailed mainstream clubs and activities such as Girls Brigade, Scouts, Air Training 

Core and Guides. Activities attended included boxing, horse riding, swimming, gymnastics, netball, 

bowling, sailing and football.  

 

“Do you use short breaks?” “Do you use short breaks?” “Do you use short breaks?” “Do you use short breaks?”     

Of the 338 responses to this question, almost half (49.7%) answered that they did use short breaks and 

170 (50.3%) answered “No.” 12 children skipped this question. 

 

 

 

“Please tell us why you “Please tell us why you “Please tell us why you “Please tell us why you use short breaks”use short breaks”use short breaks”use short breaks”    

170 respondents responded to this question with the option to choose more than one response. Of 

the total 196 responses received, nearly three-quarters (140 people) answered “I enjoy them”. 11% 

responses were “something to do but not my favourite activity”, 7% chose “my mum/dad/carer makes 

me” and 15% chose “Other” as the reason for using short breaks. Comments given in the free text box 

detailed reasons such as to socialise, be with friends, to help calm them down, a break from their 

parents, prevent isolation, because parents work and to enjoy a range of activities. Sleep solutions and 

respite were also cited as reasons to use short breaks. 

 

 

 

“What kind of short breaks do you use?”“What kind of short breaks do you use?”“What kind of short breaks do you use?”“What kind of short breaks do you use?”    

150 respondents answered this question. The majority of responses, nearly one-third (29%) of 

children and young people indicated that they use youth clubs, and as nearly as a quarter (23%) use 

after school clubs. 39 of them attended holiday clubs, 38 used a short break where they can stay 

somewhere overnight and 33 used Saturday clubs. A minority of respondents (7%) have people come 

to help in their house. This was a multiple choice question which drew a total of 265 responses. This 

indicates that some respondents use more than one service. 200 people skipped this question. 

 

“I love spending time with children my own age, otherwise 
it's just me and my mum. I feel more independent.” 

“I would like activities nearer to my house…as 
I don't like travelling very much.” 
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“Are you happy with the service? Do you enjoy it?” “Are you happy with the service? Do you enjoy it?” “Are you happy with the service? Do you enjoy it?” “Are you happy with the service? Do you enjoy it?”     

149 respondents answered this question. Three quarters of those respondents (75.8%) answered that 

they are happy with the service. 26 respondents (17.5%) answered that they were happy with the 

service most of the time, 6 respondents (4%) answered that they are not happy with the service, and 

4 respondents (2.7%) were happy with the service some of the time. 201 children and young people 

skipped this question. 

 

 

 

“Why don't you use them?“Why don't you use them?“Why don't you use them?“Why don't you use them?””””    

The next question asked if they do not use short breaks, why they do not. 112 children and young 

people answered this question and just over half of the respondents (51.8%) answered that they did 

not use them because they did not know about them. 19 respondents (17%) could not find the 

activities they like. Nearly a third of respondents (31.3%) answered “Other.” 8 respondents related the 

reason to not being aware or told by their social worker about the clubs and activities and 5 because 

they did not like them. Further reasons given included not liking to socialise; enjoying staying at home 

or going out with mum and dad; that the clubs were too expensive; not wanting to do them; too busy; 

don’t qualify, or were on a waiting list for them. 238 people skipped this question. 

 

“If you don't use short breaks, would you like to?”“If you don't use short breaks, would you like to?”“If you don't use short breaks, would you like to?”“If you don't use short breaks, would you like to?”    

170 people answered this question with just over half (50.6%) answering “Yes” they would like to and 

84 (49.4%) answering that they would not like to. 180 people skipped this question. 
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Youth club

Holiday club

Saturday club

After school club

Short break where I stay somewhere overnight

People come to help in my house

What kind of short breaks do you use?

“It gives me a chance to be a teenager away from my 
parents and to mix with my peers as this is very hard to do, 

due to my needs.” 
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“Are there things that you would like to do as a short break that are not available at the “Are there things that you would like to do as a short break that are not available at the “Are there things that you would like to do as a short break that are not available at the “Are there things that you would like to do as a short break that are not available at the 

moment?”moment?”moment?”moment?”    

Children and young people were then asked if there were things that they would like to do as a short 

break that are not available at the moment and if they had any more ideas on activities in the 

community that they would like to access. There were a variety of answers to these queries. Several 

of the 158 responses reflected answers given in the previous question about the short breaks they 

knew about.  

 

There were many requests for physical activities or contact sports such as boxing, horse riding, 

swimming, gymnastics, netball, bowling, trampolining, basketball, rock climbing, ice skating, 

badminton, sky diving, tennis, paintballing, bike riding, go-karting, cheerleading, dancing, running, 

sailing and football. Other activities such as music, drama, cookery, make-up sessions, spending time 

with animals, playing computer games, arts and crafts, sensory activities, circus skills, the cinema, 

meals out, concerts, comic conferences, theme parks, visits to the zoo, camping and singing in a choir 

were also some of the requests from children and young people completing the questionnaires. More 

activities were also requested for young people over the age of 16. 192 people skipped this question. 

 

“Would you like to see and access more activities in the community, overnight breaks “Would you like to see and access more activities in the community, overnight breaks “Would you like to see and access more activities in the community, overnight breaks “Would you like to see and access more activities in the community, overnight breaks 

away from home or more support in your own home?”away from home or more support in your own home?”away from home or more support in your own home?”away from home or more support in your own home?”    

The online survey gave a one-option only answer for this question. Of the respondents who could 

choose one option, over half (56.4%) of the 179 respondents to this question stated that they would 

like to see more activities in the community. 51 respondents (28.5%) answered that they would like 

more short breaks overnight away from home and 27 respondents (15.1%) would like more support at 

home. 171 people skipped this question. 
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“I can play with children who understand me.” 
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All three options had the potential of being answered via the hard copy of this questionnaire. 22 

respondents using this method to complete the survey chose more than one option. Of the overall 52 

responses received, 21 (40%) would like to see more activities in the community, 17 (33%) would like 

more short breaks overnight away from home and 14 (27%) would like more support at home. 

 

Therefore the total responses to the question asked would you like to see and access more activities 

in the community, overnight breaks away from home or more support in your own home was 231. Of 

this total number, 122 would like to see more activities in the community, 68 would like more short 

breaks overnight away from home, and 41 would like more support at home. 

 

  

 

“If overnight care is needed would you prefer to go to a specialist unit for this, have it “If overnight care is needed would you prefer to go to a specialist unit for this, have it “If overnight care is needed would you prefer to go to a specialist unit for this, have it “If overnight care is needed would you prefer to go to a specialist unit for this, have it 

provided at home or access another person’s home who is specially trained to helpprovided at home or access another person’s home who is specially trained to helpprovided at home or access another person’s home who is specially trained to helpprovided at home or access another person’s home who is specially trained to help?”?”?”?”    

As with the previous question, the online survey gave a one option only answer for this question. Of 

the 172 respondents who could choose one option, 96 (55.8%) answered that they would prefer to 

stay at home, 44 respondents (25.6%) answered that they would prefer to go to a specialist unit, and 

32 (18.6%) answered that they would prefer to go another person’s home. 

 

All three options had the potential of being answered via the hard copy of this questionnaire. 12 

respondents using this method to complete the survey chose more than one option. 7 would prefer to 

stay at home, the same number would prefer to go another person’s home, and 6 preferred to go to a 

specialist unit. 

 

Therefore the total number of responses to the question asked if overnight care is needed would you 

prefer to go to a specialist unit for this, have it provided at home or access another person’s home who 

More activities in the 

community

53%

More overnight breaks 

away from home 

29%

More support in your 

own home

18%

Where would you like to access more actvities or support?

“I would like to mix with other people my age but 
there are no short breaks I access to help with this 

as I don’t have ASD or PMLD. I do enjoy learning to 
do things for myself and taking charge of what I 

want to do.” 
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is specially trained to help was 192. Of this total number 103 would prefer to stay at home, 50 would 

prefer to go to a specialist unit, and 39 would prefer to go another person’s home. 

 

“How could we improve short breaks and other local support for disabled children and “How could we improve short breaks and other local support for disabled children and “How could we improve short breaks and other local support for disabled children and “How could we improve short breaks and other local support for disabled children and 

their families?”their families?”their families?”their families?”    

For the final question there were 149 responses. Ideas for a range of activities were submitted 

including horse riding, pet care, more holidays, outings and “exciting places” to go, allowing time away 

from their family and opportunities to do activities at home with someone other than family. More 

activities and youth clubs in general were called for as was easier accessibility to current clubs. 

Increased promotion of the clubs and activities featured highly in children and young people’s 

comments.  

 

Requests to keep the residential respite units open were recorded, and for further funding for more 

medically qualified staff to help out in the units and more groups for the physically disabled with 1 to 

1 help. 

 

A few children and young people did not wish to see any changes, thought the question was not 

applicable or did not know what changes they would like to see. 

 

  

“I would like to be able to access any clubs where I 
can be on my own away from my parents due to my 

needs but to try different things to see what I like 
and to experience them.” 



Short Breaks Northamptonshire - Consultation Report  

  

31 
Commissioning and Strategy Team, Quality and Performance – Children, Families and Education  

5. Feedback from Consultation Meetings 
 

 

Northamptonshire County Council, supported by the CCGs, conducted 10 consultation meetings 

around the county, which were attended by 150 individuals over the six weeks of consultation. Eight 

of the consultation meetings were open public meetings and took place across the county and were 

widely advertised. A British Sign Language interpreter was provided for one afternoon event in 

Northampton and the evening event in Corby. 

 

Attendees included parents, children, young people, grandparents, providers, Councillors, health 

professionals, representatives from Voluntary and Statutory Organisations and other interested 

parties. 

 

Two events were held for the benefit of NFHT staff and families utilising the residential short breaks 

offer.  

 

The presentation was delivered by NCC staff at each meeting supported by CCG colleagues. Attendees 

were welcomed and thanked for attending and the programme of events detailed. A presentation was 

delivered outlining what short breaks are, the range of services available, current contracts and the 

reason for the consultation, and how the surveys and further information could be accessed. Key 

themes were outlined as a guide for discussion points and then questions and comments were 

welcomed from the audience. 

 

There were a number of Frequently Asked Questions and comments recorded at each event.  

 

Feedback from children, young people, parents and other stakeholders was immense and reinforced 

how important these services are for families.  

 

Overwhelmingly the consultation highlighted:  

• The significance of short breaks to so many families;  

• The lifeline that these services offer; and 

• The importance of short breaks in that they do not just provide respite, but enhance and maintain 

healthy family dynamics; they contribute to the emotional and social growth of disabled child and 

underpin the wellbeing of non-disabled siblings. 

 

Key themes also related to concerns over reductions in funding and concerns regarding potential 

closure of residential units and current services. Attendees also wished to know the process and 

timescales of the consultation and subsequent tendering of services. 

 

More detailed feedback from the events was as follows: 

 

“Mummy & daddy get grumpy & tired when I am 
with them all the time. I get bored of them.” 
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Benefits of short breaks –  

• That these services are not a “luxury” – they are essential. 

• Short breaks are used to not only give parents and young people a break from each other, but also 

to provide an opportunity for children and young people to socialise with peers and prevent 

isolation. 

 

• Parents attending the meetings described the value they place on their child attending a short 

break service, allowing development of confidence and social an independence skills.  

• Parents also valued the support network associated with their children attending certain clubs and 

activities and the positive impact on both their and their child’s mental health. Feelings of isolation 

were reported to be lessened due to being part of a local community.  

• Young people described the positive impact of attending sporting activities at clubs that they feel 

that they have formed good friendships, can forget their worries and that they are able to access 

recreational events that their parents would not be able to take them to. This was particularly 

prevalent for young people whose parents also had a disability or medical condition which limited 

their mobility.  

• Opportunities for children to access outdoor and sporting activities were highly valued by 

attendees of the meetings.  

• Families also valued the high level of communication and wraparound support for children and 

young people attending special schools and residential care units. 

 

 

Issues raised regarding current short breaks provision –  

• There is a lack of consistency in terms of the quality of non-residential short breaks across the 

county. 

• There is not enough support to enable disabled children to benefit and take part in mainstream 

clubs and activities. 

• There are gaps in provision in different areas of the county, mainly with regards to the non-

residential short breaks offer. Service were felt to not be “local enough” by some parents.  

• Access can be difficult for families with no transport and for low income families. 

• For those that need to travel to provision, the cost of fuel was highlighted as an additional pressure 

to the cost of the activity.  

“It benefits us enormously. It is a lifeline. It 
is the only time we can really switch off 

and recharge - not worrying about the next 
seizure, feed, etc.” 

“Overnight respite…is brilliant - a lifesaver - but it would be good 
if there were holiday clubs or just places to go that had the right 

equipment for her to be looked after safely i.e. hoists and 
changing facilities…” 
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• It was also highlighted that there is an inequitable charge for the clubs and that prices for services 

provided varies across the county. 

• Comments were received relating to the difficulties in accessing residential short break services, 

time delays in accessing services due to changes in social workers or not meeting assessment 

criteria and having to ‘fight’ for a service.  

• Whilst Personal Budgets are thought to be useful by parents, overwhelmingly they also pose 

significant challenge to parents, particularly in finding and securing appropriately trained Personal 

Assistants. It was stated that direct payments only cover minimum wage which is difficult to 

employ staff on, especially if asking carers to work anti-social hours; and the perception was also 

conveyed that there were too many restrictions on how Personal Budgets could be used.  

• A lack of accessible clubs for children with PMLD was raised, with experience suggesting that some 

venues used by providers do not meet their needs; that they were too small or did not have the 

appropriate resources and equipment available.  

• In particular short breaks provision often does not meet the medical needs of children; and 

providers do not have the equipment needed for some of our most physically disabled children. 

 

• It was suggested that very few places can meet the needs of the children with the most complex 

Autism. 

• Frequently parents feel that staff employed do not have the skills to work with the most complex 

children (particularly those with complex medical needs). 

• Attendees felt that staff working in residential settings require additional training to be able to 

care for children with complex conditions, health needs or who exhibit challenging behaviours, as 

personal experiences have highlighted the need for this.  

• Hours of service delivery did not meet the needs of working parents. Feedback suggests that there 

is not enough provision in the holidays and that the all-day sessions that are on offer are not long 

enough to enable decent short breaks or allow for parents to work. 

 

• There also appears to be a lack of short break services available for children under the age of 8 and 

for adolescents.  

• The need for better crisis facilities was raised. 

• Some families reported the value of “Family Link” but some pointed out that processes at the 

Council make it hard to be a Family Link foster carer (timing of payments, red tape etc).   

• Also some parents noted that Family Link carers were often not ready for complexity of their child, 

either due to the Social Worker not being clear and transparent with the foster carers or in terms 

of expertise of carer. 

“For me to go back to work I need a holiday club that will support [my son’s] 
needs, that is nearer to home and for longer hours and more days.” 

“Tried [a]…Saturday club but eventually 
they were unable to provide staff to meet 

my child's needs (tube fed & nappy 
change).” 
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• Many parents across the county stated that they did not know what services were on offer as they 

are not promoted widely enough. Some had not heard of the “Local Offer” but many parents 

learned about services and clubs from other families.  

• People were concerned about transition for their children from Children’s to Adult Services. 

Transitions prove to be worrying and traumatic: Parents’ of 17 year old expressed the panic they 

feel for their child’s upcoming 18th birthday and what they will do after that. 

• Providers also fed back that they can struggle with staff turnover and being able to recruit staff 

with sufficient expertise. 

 

Other suggestions and comments –  

• Responding to a range of needs, including complex medical needs, is imperative. 

• The role of nurses in the residential short breaks provision was seen as a reassurance to parents, 

where children had the most complex clinical needs.  

 

• It was suggested that how families’ needs change over time should be considered in designing the 

services provided and that the age or “life journey” of a child/young person should be responded 

to (e.g. more quality time facilitated with family when younger; activities fostering independence 

and preparation for adulthood as they get older). 

• Assessment of the whole family as well as the needs of the child/ren is really important in getting 

the right package of support. 

• Ensuring that venues are suitable and have the required equipment to deliver short breaks is 

essential. 

• Attendees would like to see community resources utilised, for example special school swimming 

pools being opened for disabled children’s use over the weekend. 

• Closer working with the county’s special schools was suggested as was the opportunity for a more 

joined up approach with regards to educational and social care residential placements. 

• Activities for children with PMLD and children with ASD should be delivered separately.  

• It was proposed that siblings of disabled children need further support and that peer support 

would also be valued. 

• It was noted that support for young carers was not on the list and it was suggested that there was 

a link between young carers and the sibling support on offer. 

• Some providers reported that they are very successfully supplementing their income from NCC 

and parental contribution by applying for additional charitable funding; and it was suggested that 

it would be really helpful if the Council assisted providers to find alternative grants and funding 

sources. 

• Turnover of social workers was noted as a related problem in terms of the packages of care 

available for families and the consistency of support available. 

• Attendees were very positive about many of the current short break services on offer and 

accessed. Care received in residential settings and through specific non-residential clubs was highly 

praised.   

  

“I can relax as they "get" my son's rare genetic 
condition and he is safe and well looked after.” 
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6. Additional information 
 

 

There were a number of other sources of feedback received just before and during the consultation. 

The highlights of these can be found below. 

 

Northants Parents Forum Group conducted a short breaks survey during July, August and September 

2017 and this information has been used as part of this consultation process. 110 people participated 

in the survey. The main findings demonstrated that: 

 

• 75% of respondents’ children had higher care needs (1:1 or personal care or both). 

• 62% of respondents reported that they did not access any short breaks and they most commonly 

reported reason was that they were not aware of any to access. 

• Respondents commonly answered that ‘any’ short breaks were appropriate but a strong theme 

came out around the short breaks needing to have expert care and structure. This is in keeping 

with the high level of care needs reported and the majority of respondents’ children having autism. 

• Though this survey specified short breaks, the respondents often said they would like residential 

respite, direct payments and in-county hospice care and that this provision needed to be assessed 

as to whether current levels meets the need. 

 

Full feedback results are available in Appendix 2.  

 

Billing Brook School adapted the children and young people questionnaires for use in the school. 

Students in each class were supported to complete questions relating to their attendance at short 

breaks and activities they would like to access as a part of a short break activity. These details have 

been fed into the children and young people’s survey results. 

 

Scope’s Sleep Solutions also conducted their own survey with service users. A questionnaire was 

available for completion via Survey Monkey and the consultation was open for 3 weeks of the 6 week 

short breaks consultation period. 42 people participated in the survey. The main findings 

demonstrated that: 

 

• The largest need from respondents was ASD or ADHD. 

• Parents found the range of interventions useful. A number of these are detailed within the report. 

• Enhanced routines and sleep patterns were reported as being the biggest impact on the family 

following intervention. 

• 40 respondents (93%) would recommend the service to others. 

 

A full copy of the results are available in Appendix 3. 
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7. Conclusion  
 

 

A great deal of feedback was received in response to this consultation from children and young people, 

their parents, carers, and professionals, with a total of 742 questionnaires being completed during the 

6 weeks of the consultation. In addition, 10 consultation meetings were facilitated across the county 

with 150 attendees; the Information Advice and Support Service supported 14 parents meetings and 

information giving events with over 80 people in attendance; and representatives from Shooting Stars 

visited 17 settings including 7 schools, 1 college and, working with staff, supported a total of 240 

children and young people to complete the survey.  

 

One of the aims of the consultation was to gain an understanding of service users’ and stakeholders’ 

experience of accessing the short breaks in Northamptonshire. Approximately two thirds of the 

parents reported that their children were accessing one of the short breaks services available in the 

county. In contrast, less than half of the children and young people who completed the survey said 

that that they had heard of short breaks. The majority of all respondents who accessed short breaks in 

Northamptonshire were satisfied with the services, although some felt there was room for 

improvement.  

 

There are a number of key themes emerging from the consultation.  

 

Short breaks are a lifeline of support.  

Parents and carers stated that they would find it very difficult or impossible to manage on a daily basis 

with their child/young person’s needs without short breaks; and in particular this was highlighted with 

regards to overnight breaks. Comments indicated that short breaks services are preventing family 

breakdown.  

 

The amount of short breaks available should not reduce. 

During the consultation parents, carers, children and young people alike expressed concern that 

services might be closed or reduced. Given the value that families place on short breaks, it was noted 

that reduction in services could detrimentally impact families’ resilience and wellbeing.  

 

Staff need appropriate skills and expertise. 

Some parents felt that staff employed do not have the skills to work with the most complex children 

and that, in particular, short breaks provision often does not meet the medical needs of children. 

 

Appropriate facilities are required.  

A lack of accessible clubs for children with PMLD was raised, with experience suggesting that some 

venues used by providers do not meet their needs; that they were too small or did not have the 

appropriate resources and equipment available.  

 

Better access to services is needed.  

Comments from both questionnaires and raised at consultation meetings across the county detail that 

there are difficulties with accessing services. Changes in social workers make the completion of 

assessments difficult and lead to delays in access, not knowing the range of services on offer, 
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geographical spread of services, the cost of clubs and activities and opening hours that do not suit 

families’ needs.  

 

Increased access to community activities.  

When ranking what is most important to the majority of parents and carers, access to specialist 

activities in the community was highlighted. The majority of respondents to the children and young 

people’s questionnaire (61%) also detailed access to activities in the community as a preferred choice. 

Interestingly only 7% of parents reported that their children were accessing mainstream activities with 

additional support. 

 

Improve information about what is available locally.  

Importantly, 58% of parents and carers not accessing short breaks were not aware of any and 52% of 

children and young people were not using short breaks because they did not know about them. 

Comments from all respondents detailed the need for promotion of the short breaks available and how 

they can be accessed. Increased use of social media and menu of services and activities available that 

children could access were suggested; and it was noted that these should be held by Social Workers 

and given to parents, who can then chose options that best meet their and their child’s needs. 

 

  

 

 

In summary, all feel that short breaks in Northamptonshire provide valuable support to families 

although some felt that they do not quite meet current need. They expressed a desire to have 

increased access to these services, further promotion of services available across the county, an 

increased range of activities without reduction to services in place. 

 

“I have only just learnt about short breaks and 
feel this is something I desperately need for my 
son and feel other parents will feel the same.” 
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Appendix 1 –  

Consultation Public Meetings Presentation 
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Appendix 2 –  

NPFG Survey Results 
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Appendix 3 –  

Sleep Solutions Survey Results 
 

 

Northamptonshire Sleep Solutions Impact Survey 

 

Further to Northamptonshire County Council’s short breaks consultation, 

Northamptonshire Sleep Solutions, which receives funding from the short breaks 

budget, surveyed parents who had accessed the service to provide a better overview 

of the impact that Sleep Solutions has on families within the county.  

The survey was open for three weeks and received 42 responses. We hope that this 

supplementary data will be used alongside any feedback received from the County 

Council’s own survey.  
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CHILD’S DISABILITY / ADDITIONAL NEED 

The largest need from our respondents was ASD or ADHD. Other responses included 

behavioural, epilepsy, Global Developmental Delay, Attachment disorder, anxiety, 

oral aversion, PDA, hearing or vision impairment, Sensory impairment, Down 

syndrome, Cerebral palsy, Liver disease, Heart problems, hypermobility and chronic 

pain. Obviously, this is a small snapshot of the different needs on each referral. 

 

WHAT DID YOU FIND MOST USEFUL ABOUT THE SERVICE? 

“The support and hope they give to parents that spend night after night awake with their child. The 

education and information about how to improve the quality of their sleep and how to improve the 

situation over the long term for both the entire families’ physical and mental wellbeing” 

“Establishing set boundaries and bed times. Someone to talk to. Practical advice on routines etc” 

“Very supportive and lots of help and advice on sleep issues, now on medication”  

“Really friendly, easy to talk to”  

“Structures bedtime routine delivered to my child in person by sleep solutions gave it more gravitas 

than if I had done it.” 

 “Information provided was extremely helpful”  

“Improvement in child’s sleep”  

“Friendly and a positive result”  

 “Achievable support and advice while understanding life can be difficult let along without sleep”  

“Getting melatonin for our son which has changed his life for the better”  

“The advice”  

“Home visit from the practitioner with sleep timetable”  

“The guidance from the practitioners that helped and supported the child and family”  

“Personalised strategies to help the child to sleep better. The additional support given to the parent, 

especially if some of the initial sleep routines don't work.” 

“Different ideas they gave to help situations”  

“1-2-1 Support, The sleep program offered and the quality of life we now have with the support and 

resulting resolution”  

“They were supportive and tried giving lots of different advice “ 

“Getting ideas to help with sleep”  

“Excellent advice / strategies”  

“Support for families “ 

“A better understanding of how our son's condition affects his sleep and lots of practical help” 

“Putting a routine in place” 

“Understand the importance of routine and visual prompts “ 

“Helpful tips and understanding”  

“They got my son to sleep”  

“Their advice worked and the support was fantastic”  

“Support and advice - that was constantly changing”  

“Feeling supported to put in strategies and their ideas.”  
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“Staff accessibility”  

“Offload sleeping issues and get some really good advice.”  

“Patience, understanding and willingness to listen and try and help determine why our daughter 

awakes frequently during the night and appears so tired/drained during the day. “ 

“The back to front method of retraining him to be ready for sleep. So rather than trying the 

conventional way of just putting him to bed at 8pm for example, we worked backwards.....at the time 

when his body was used to sleeping. We then worked backwards to get him earlier “ 

“Their support and understanding and lots of tips.”  

“Great advice, friendly and knowledgeable”  

“Guidance on bedtime routine and strategies to produce melatonin”  

 

WHAT WAS THE BIGGEST IMPACT ON YOUR FAMILY FOLLOWING INTERVENTION? 

“The improvement in the quality of sleep for families. The improved behaviour and the improvement 

of a family’s mental health.”  

 “Everyone is getting a good night’s sleep”  

“Our family was at breaking break from the stress at anxiety, it was causing strain on family, my son 

was very distressed and anxious at bedtimes”  

“My daughter now goes to bed around 8.30pm, whereas before it could be 3am”  

 “No further disruption in the evenings “ 

“More hours sleep”  

“Less anxiety about bedtime”  

“Routine”  

“Us all getting more sleep which helped us manage life better”  

 “Sleep!”  

“No more co sleeping”  

“My child's sleep routine improved”  

“Sleep, more consistent good behaviour, school improved”  

“My child sleeps better and for longer since accessing this service. Which means that we all sleep 

better. “ 

“Quality time with my child”  

“Routine is definitely key for us, however as he wakes at same time most nights the advice to stir him 

helped.”  

“Sleep”  

“Getting a full night’s sleep after 8 months of almost no sleep!!!”  

“Multi-agency”  

“We got more sleep !!”  

“Having a full night sleep for the first time in 8 years”  

“Going to sleep bring able to settle without drugs”  

“My son finally sleeps”  

“My child was able to sleep and his Challenging behaviour had decreased which we could have more 

family time Together.”  
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“My son settled to sleep properly and that meant more sleep for me and improved mental health”  

“We had a routine put in place and lots of practical advice”  

“I didn't have to stay with my son to go to sleep and he also stopped coming into my bedroom in the 

middle of the night.”  

“Behaviour improvement in relationships”  

“Whilst our issue wasn't totally resolved the effect on us as parents was relief that it had alleviated a 

bit. And gave us hope and reassurance that we were doing ok.”  

“Understanding sleep cycles and what we can do to help. Being made aware of other factors that could 

be the cause aside the obvious ones we were focusing on as parents. Feeling more at ease about 

muting the monitor and not going to our daughter every time we heard her and subsequently having 

some much needed rest ourselves!” 

 “Having quiet, relaxing family time. Playing board games and cards just with our son and then getting 

some decent sleep ourselves. “ 

 “My son now sleeps . “ 

“Feeling like someone took having a child who doesn't sleep well seriously”  

“Once my child was sleeping we were all able to function more effectively as a family” 

 

 

 

Would you recommend the service to others? 

 

Would you reccomend 

the service?

YES NO

YES 40 

NO 3 


