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Foreword and Acknowledgements 

Rotherham Parents Forum Limited (RPFL) present this report on behalf of Rotherham 
families who have children and young people (aged 0 - 25) with Special Educational Needs 
and/or Disabilities (SEND). The evidence for this report was gathered through consultation 
using qualitative open questions to obtain a breadth of information and insight into family 
experiences when accessing health services in Rotherham. The primary aim was to explore 
health services, universal and specialist,  as experienced by Rotherham families. The 
primary objective was to discover common themes with a view to informing service 
development  and actions across all services that will address the issues raised. 

The trustees and management of Rotherham Parents Forum would like to thank the parents 
and carers who expressed their views by taking part in the consultation. This piece of work 
was carried out in partnership with Rotherham Clinical Commissioning Group and we 
appreciate and  acknowledge their support in commissioning this piece of work. 

Thematic analysis of the results was carried out by 2 members of RPFL management and 
Joanne Askew and Scott Johnson from the Educational Psychology Service. We acknowledge 
and thank Jo and Scott for their support in this area, ensuring the emerging themes are an 
authentic reflection of the findings.   

 

Introduction 

Rotherham Parents Forum Limited (RPFL) began life in 2007 as a voluntary parent led group 
working to support families of children and young people with additional needs and 
disabilities in the Rotherham area. Supported by small amounts of funding issued from the 
Department for Education and managed by Contact a Family since 2009, RPFL has grown 
and developed into a respected and well recognised group with a database of over 400 
families. The growth and success of RPFL at both local and national levels led to the 
organisation adopting a more formal position in 2012 and becoming a Registered charity 
number 1147969 Rotherham Parents Forum Ltd. It is governed by a Board of 
Trustees, the majority of which are all parents  of children or young people with additional 
needs and/or disabilities. Day to day activities are carried out by a management committee, 
again all of whom are parent carers. This makes us unique and gives us a special role as we 
don't just represent parent carers - we are parent carers. 

Working at a local level we work in partnership with the local authority, education, health 
and other providers strategically and operationally, to help ensure the services that are 
planned and delivered meet the needs of our disabled children and families. We listen to the 
views of other parents to make sure we know what is important to them and take this to a 
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strategic level, strongly believing that parent carers can help pinpoint problems frequently 
experienced. This knowledge is useful to practitioners to help them improve how services 
are delivered so they better meet families' needs. When parents and practitioners work 
together, recognising each other's expert knowledge, informed decisions are made which 
make the best use of people's time and money , creating better outcomes for the child 
/young person. 

We also operate at a national level and are members of the National Network of Parent 
Carer Forums (NNPCF). This is a network of over 150 parent carer forums across England 
which equates to a total of  52,000 parents being members of a forum. The network is 
arranged into 9 regions and shown below, these follow the same regional breakdown as the 
Department of Education; each of the regions has a regional representative. All regional 
representatives work together to form the national steering group.  

SEND Code of Practice 2014 

1.13  Parent Carer Forums are representative local groups of parents and carers 
of children and young people with disabilities who work alongside local 
authorities, education, health and other service providers to ensure the services 
they plan, commission, deliver and monitor meet the needs of children and 
families. Parent Carer Forums have been established in most local areas and 
local authorities are actively encouraged to work with them.  

 



 4 

 

 

 

RPFL are actively involved in the Yorkshire and Humber regional forum and meet several 
times per year, working together to effect local , regional and national service improvement 
through participation and co production with parent carers. 

  

 

 

 

 

 

 

Background 

The Children and Families Act 2014 places a legal duty to involve parent carers in how  
services for disabled children are delivered. RPFL have therefore been commissioned by 
Rotherham Clinical Commissioning Group (RCCG) to carry out particular pieces of work to 
align with a number of cross organisation initiatives and principles as follows : 
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• SEND agenda and local offer 
• co-production as appropriate, relevant and within allocated and available resources 
• building patient/carer champions and leaders 
• Pioneers for Participation (NSHE) 
• Improving CAMHS services and delivery of the CAMHS Strategy 

 
As part of this work, it was agreed that an initial consultation would be carried out looking at  
‘what works well; where have you felt that services worked around you’; with a focus on what 
is needed to move poor experience to good experience.  The aim was to identify ways that 
we can truly put  families at the centre of services. 

 

Research Design and Methods 

Two members of RPFL's management team worked together with Helen Wyatt, Patient and 
Public Engagement Manager (RCCG) to develop the questions that would be asked in the 
consultation. It was agreed that these should be open, qualitative questions to obtain a 
breadth of information and insight into family experiences. The questions that were agreed 
were as follows :- 

• Thinking about your experiences of accessing Health services, could you please tell us 
which services you have used, this may include universal provision i.e. Dentist, GP 
 

• When did this experience take place, please give an indication of the date  
 

• What was your experience of using these services i.e., was your appointment at a 
convenient time, did you feel included and involved in the consultation, did the 
practitioner use language you understood. Please give as much detail as possible 
 

• How could the experience have been made better for you and your family?  
 

These questions were put into a form and designed in a way that families could tell us about 
several different experiences/services and we could track the comments through. 

The form was then distributed to families of children with SEND in a number of different 
ways to achieve as wide a reach as possible. The methods of distribution were as follows :- 

• Through Social Media 
• Direct Email to over 200 families through RPFL's database 
• Email to all local schools asking this to be passed on to all relevant families 
• Face to face contact at RPFL's 3 weekly drop in sessions 

 

The consultation was made public on 24th November 2014 and data gathered until the end 
of December 2014. To encourage people to share their experiences we offered the chance 
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to be entered into a prize draw to win a £50 Meadowhall voucher. We linked this with our 
annual pantomime and everyone who collected tickets was given a copy of the consultation 
and asked to bring it with them on the evening where the prize draw took place. 

In total 21 families completed the consultation. Many families shared their experiences of 
more than one service resulting  in  a  total of 57 comments received covering 22 different 
services.  

In addition 2 families preferred to provide a written narrative account of their experiences 
when accessing Health services. These families felt that they wanted to express their views 
in more detail. 

 

Findings 

Louise Graham and Jayne Fitzgerald of RPFL met with Joanne Askew and Scott Johnson of 
the Educational Psychology Service to analyse all the data gathered (See Appendix A for a 
full and exact transcript of all comments received) and to explore the key themes. The 
Educational Psychology Service (EPS) were approached by RPFL . Positive working 
relationships through the Rotherham Charter and gathering parent and young person's voice 
through a variety of research ,  adopting various methods in equal partnership has been 
regular practice since 2009. EPS and RPFL members involved in the Charter are 
experienced in collating vast amounts of qualitative information. As this piece of work was 
carried out solely by RPFL it was believed that EPS could offer an objective view when 
analyzing the findings. 

The Rotherham Charter is a model for building genuine, good quality partnerships between 
parents and carers, children and young people, and schools, settings and colleges. Based 
on local research it is recognized as best practice in co-production by the DfE and the 
Council for disabled Children. 

The group firstly considered the comments that people made with regard to their 
experiences of accessing health services and concluded that there were some clear 
emerging themes from the consultation. It was agreed that as so many different services 
had been commented on, the data would not be useful in analyzing individual services but 
should be looked at to gather an overall picture of Health Services in Rotherham. The group 
noted that almost every single comment related to a social interaction and not any physical 
factors such as the facilities within a building. The key themes could be put under 5 
separate headings as follows : 

 

 

 



 
 

7 

 

Communication/Explanation  

Lack of Communication can create a fearful and negative experience, 
particularly if  parents feel that they are not included or l istened to.  

• Terrible experience, X has no speech and is severely learning disabled so they asked 
her to tell them when she saw a certain object!! Didn't tolerate her at all 

• She can be very patronising, suggesting things with no information of X's condition. 
She is trying to be helpful but it is frustrating 

• Very caring, however uses terms that are hard to understand 
• We never felt included during our sons appointments, they didn’t seem interested in 

our views and opinions. They didn’t seem able to answer our questions 
• Discharge plan misleading and not transparent 
• They talking too far and lengthy left me confused -  and didn’t understand what they 

needed from me 
• GP good and clear on diagnosis 

 
However when good communication is included in  the day to day  practice of 
a service this can make a huge difference 

• Excellent, very stressful but the dentist takes her time, is relaxed and explains 
everything 

• Diagnosed X with ADHD, prescriptions, appointments all ok. Clear language. 
• Staff very good at communicating with him , 
• GP involved our son in discussions 
• Used appropriate language to explain what he was going to do 
• Everything was fully explained and my child was communicated with at all stages in 

language he understood 
 

Time  

Families often report that  ‘Time’ can be a stressful element in 
appointments, especially if  this is compounded with lack of clarity or 
communication.  In particular, the length of t ime taken for assessments and 
diagnosis or the time wasted when appointments are running late and the 
stress that incurs for the child, appointment t imes not being convenient and 
famil ies not consulted to agree mutually convenient t imes, therefore being 
service centred rather than person centred.  

• Appointment not always on time  
• My son had an appointment 18 months ago – was told he had ADHD alongside his 

Autism but that he had to see a Dr to get final diagnosis. Only just had that 
appointment. 

• Appointments were not at convenient times and other appointments didn’t  seem to 
be available. 
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• Lots of visits, took a long time to diagnose. Only had 1 visit into school to help school 
to deal with him. 

• Sometimes they turned up without any appointment or informing us. She did not turn 
up on planned appointments. 

• Long waiting time for initial appointment, long waiting time between appointments 
• Waited for 1 hr 20 minutes for appointment 

 
However, famil ies report good practice in  some services with timing and 
appointments. Working with and  around the needs of the family can have  a 
huge impact on the whole experience. 

• Convenient appointment times 
• Appointments were always on time at agreed times. 
• Appointment on time, clear, consistent with my son. 
• Appointment times outside school, arrange for whole family. 
• We often need to see 2 different people on the same day, they ensure these 

appointments are one after another to avoid long waiting times. 
• Only had to wait a short time to be seen 

 
Attitude and friendliness  

Families report that one of the most important factors for famil ies is that the 
people they encounter when accessing services are friendly and 
understanding as Health appointments can be a particularly stressful and 
diff icult t ime.  

• Discharged child over the phone without discussion 
• Always felt as though appointments were really negative and my son got upset as we 

sat and talked about him. 
 

Families report that there is good practice in this area in Rotherham services 
and highly value the good practice that engages them and their child. 

• Dr has always been understanding towards X. We can book appointments quickly. All 
the staff have been friendly and approachable putting X at ease when he needs to 
visit the Health Centre. 

• Dentist was aware of X’s diagnosis. She was very gentle and understanding of his 
fears 

• GP listened to our concerns  
• Referral made by day care although I didn’t feel he had S & L issues. SLT was 

excellent supported us through assessment and sensitive suggested a referral to 
CDC. She did mention ASC traits but this was done sensitively 

• Games were played to ensure his cooperation 
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Understanding and training  

Families report that lack of understanding or practit ioners having l imited 
knowledge of the child or particular condition/issue has a direct  negative 
impact on the family and the child.  

• Make too many assumptions that problems are related to diagnosis of ASD when 
they are / were completely unrelated 

• 15 yr old son, anxious about visit, not able to swallow tablets. told cannot prescribe 
liquid antibiotics for over 14’s. Know this is untrue as know Health professionals who 
have it. Appointment was very stressful 

• The therapist was unaware that he had been diagnosed with ASC and when I pointed 
this out  seemed to have little understanding of the condition and insisted that he 
look at her 

• X had his yearly appointment with the paediatrician. I passed a note to reception to 
ask Dr not to discuss medication in his presence. The receptionist remembered and 
passed the message on to Dr. The consultant didn’t mention it which was good and I 
was pleased. Although then the Dr went on to speak about something  else in detail 
that caused him more stress and anxiety. 

 

However, many practit ioners are reported to be fully aware of issues that can 
affect children and young people with particular disabil it ies and are more 
than wil l ing to adapt to their needs. 

• Clean up on both children (ASD) and tooth removed for older son. Very good service, 
understanding and patient, 

• Appointment to examine skin condition, diagnosis given and prescription, follow up 
appointment to check all okay and then discharged. Good experience, Dr and staff 
friendly and understanding with my son. 

• Waiting room now has x box so son (ASC) enjoyed waiting. 
• We find the dept very child friendly and they find ways to accommodate his autism 

needs. 
• He was due to have a filling but didn’t tolerate it very well. She used an alternative 

method to fill the tooth that he was able to tolerate. 
• Appointments were always in the same place ensuring that my child was in familiar 

surroundings. 
 

Consistency and follow up support  

This f inal theme highlights an area of concern as none of the feedback 
received included positive experiences of any fol low up support fol lowing 
diagnosis. Parents  report that they have to experience the very often 
diff icult journey of receiving a diagnosis and then are left feeling completely 
alone and unsupported.  

• No follow up support following diagnosis 
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• Lack of collaboration work. Support and treatment are almost non- existent in our 
area for autism 

• We are struggling to get our child age 6 referred to health services needed which are 
not available in the Rotherham area. It is similar to post code lottery, services are 
disproportionately provided 

• Do not want to get involved when one or more agencies are already providing   
support, although needs are different and can only be specifically provided for 
according to their area of expertise. 

• Saw consultant at hospital (Rotherham) who gave my son Movicol – the 
appointments were 3 months apart with no support – eventually we moved to 
Sheffield Children's where the incontinence service told us we needed Sodium 
Picolate also. Now we have 1 to 2 monthly appointments and telephone support. 

• Visit every yr due to being born early. Can be different doc every time. Has to start 
from birth nearly every time, same info. Does not know enough of anything. 

• When he was finally diagnosed, feel as though we were sent on our way  with very 
little help or support. 

• Discharged at first appointment even though self harming when stressed. Told 
nothing they can do as we believe associated with school related stress 
 

We then looked at the comments that were made that  would have made the  experience 
easier.  

Communication/Explanation  

Families simply want to be l istened to, respected and consulted with. 

• To stop trying to find a solution to every problem and simply listen rather than preach 
• Talk in a more understandable way 
• Listening to parents views and opinions 
• An understanding of what was happening and clearer communication at Rotherham 
• Update on waiting time and advise on arrival 
• Improved communication to inform us about how long we could expect to wait for 

appointments as well as agreeing a convenient appointment time so that both myself 
and my husband could attend. 

• Communication again – if appointments are running late just so you have some idea 
as to how long you would have to wait. 
 

 
Time  

• The Dr should have time to speak to me privately 
• Appointment on time 
• Busy so have to ensure we book in advance 
• Appointment letter received day before !! 
• Shorter waiting times 18 months is a joke 
• Going into appointments on time as our son finds waiting very difficult. 
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• Was discharged too early before we recognized how to help X.  
• Given too much to read and think about all at one go. No time to accept information 
• Was fine but discharged too soon. 
• Was fine but discharged straight away when X still has various needs 
• Discharged a bit early, not sure what to look out 
• Longer appointments time., Read the notes before appointment, Where possible 

have same doc at every appointment 
• To have time with the doc on your own – without the child 
• Meeting at CDC would have been good to discuss what happens next 

 
Attitude and friendliness  

• We (do) not have the knowledge, some Dr's have no idea 
• No improvement required, very happy with the caring professional service 
• Be a bit more considerate of parents with children that need support and advice not 

to blame  on parent. 
 

Understanding and training  

• Understanding of a child with a disability before the appointment or dedicated 
personnel 

• I feel that they did not understand autism and how it affects him , causing  anxiety 
which comes out in behaviour. It would be better if people had an awareness of his 
behaviour being due to anxiety and autism instead of just seeing the behaviour, then 
he is perhaps able to calm down easier. 

• GP could have more knowledge on child’s development problems, they do act on 
what I ask for so I am happy with that. 

• Having staff that know a bit more 
• Understanding and seeing the young person's need not  the money it costs, was 

prepared to pay if necessary. Prescribe liquid antibiotics to all ages if preferred. /  
needed 

• I believe my daughter has dyspraxia and needs support and strategies but have been 
told this cannot be diagnosed anymore even though you can be dyspraxic without 
being autistic.???? 

• Something that flashes up to remind consultant this child doesn’t always want to 
speak – so don’t push it. I always feel he’s being judged as ignorant as he looks 
intelligent (and by jolly he is) but when he’s nervous he doesn’t want to speak. 

• A social story for having his legs potted. A visit prior to having it done. He screamed 
the place down, hid under the couch, lashed out, felt like I’d run a marathon after 
we’d man handled him into position to get pots on. 

• Looking back he needed time to process what was going to happen. Need to put 
numbing gel on and a baby needle used. This whole episode has frightened him. I 
don’t think I’ll ever get him to have bloods again or see Mr X. Mention of his name 
(consultant) brings up the whole blood thing. More understanding and care was 
needed. 
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• Consultants should be aware of the language that they are using to talk to parents 
and to realize the impact of what they are saying. 

• To remember that the child is the patient and to include them in conversations rather 
than talk over them. 

• Therapist should have been aware of my son’s ASC diagnosis and have had training 
on how to deal with children with this condition. 
 
 

Consistency  and follow up support  

Families are desperate for some help and support which appears to be either 
very l imited or non-existent in Rotherham 

• Give more details of services after diagnosis 
• More information following diagnosis and more help dealing with his Autism 
• Need to extend  their roles to support those who have been diagnosed 
• Overall improvements are desperately required to improve care and services for 

those diagnosed with ASD as well as their carers and family. 
• Where lies the common sense of investing so much in diagnosing when after care 

and follow up facilities are almost non-existent. We keep being juggled from one 
service to another without any constructive outcome. Agencies need to demonstrate 
more professionalism and accountability for their lack of actions. 

• They need to realise that in complex cases with several needs, very often a multi 
disciplinary agency approach is required in promoting the health and well being of 
those who have been diagnosed as well as their carers. 

• Some support to help me 
• More explanation on discharge on each condition. Was discharged too early before 

we recognized how to help X.  
• Needs more parent support when dealing with the fact your child is diagnosed with a 

disability 
• Too much responsibility for parents when X is behind in her development. 
• Follow up would be good. 
• Support after, follow ups, Access to services after and how to access them 
• Signposting on if not able to help, nowhere to go. Not helpful to know  that they trying 

to reduce the list of service users,  and other young people in worse position, don’t 
need that info after 6 months of working towards the appointment, GP, Steps, 
CAMHS, we need help. 

• More info for parents once child diagnosed 
• Improvements in the support that is offered post diagnosis 
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Discussion 

The emerging themes from this consultation with families highlight the need for the 
development of Partnership Working in Rotherham, a collaboration of agencies and family to 
create and ensure better outcomes for the child/young person. 

 

 SEND Code of Practice 2014… 

1.22  If  children and young people with SEN or disabil it ies are to 
achieve their ambitions and the best possible educational and other 
outcomes, including getting a job and l iving as independently as 
possible, local education, health and social care services should work 
together to ensure they get the right support.  

1.19  Local authorit ies, CCGs and other partners must work together in 
local Health and Wellbeing Boards to assess the health needs of local 
people, including those with SEN or who are disabled. This 
assessment, the Joint Strategic Needs Assessment, informs a local 
Health and Wellbeing Strategy which sets priorit ies for those 
who ���commission services.  

 

Conclusion  

In conclusion, there is a wealth of good practice and areas for concern reported on a variety 
of services that disabled children and families from Rotherham access. It is worth reiterating 
that all feedback and comments reflect personal interactions and encounters with 
practitioners, and where this is positive and in a culture of equal partnership,  best possible 
outcomes are achieved and there need be no financial implications for the service.  
 
In light of the new duties on Health Services as  required  in the Children and Families Act 
2014 and the SEND Code of Practice 2014 and in the very real financial climate and 
limitations that services face, how do we ensure that good practice  is rolled out and 
embedded in systems and processes, rather than relying on individual 
practitioners/managers who may leave ? 
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Recommendations 

• Ensure workforce development includes partnership working with other agencies and 
families – examining practice alongside families. RPFL are willing to offer training 
and workshops around parental engagement. 

 
• Ensure there is consistency with regard to patient interactions, look at the good 

practice that currently happens and embed this in systems and policies across all 
Health services.  

 
• Look at the comments from parents in answer to the question "What would make it 

better?" and achieve some "quick wins". For example improve communication, i.e., if 
appointments are running late communicate this to the waiting room and give 
families the opportunity to leave for a while and return at an agreed time. This 
reduces stress on the child with additional needs and the family. 
 

• Carry out further consultation/review of post diagnostic support and follow up that is 
currently available to children, young people and their families in Rotherham as many 
parents are left feeling alone and unsupported once their child is discharged 

 
• Monitor these recommendations and report  outcomes back to families, 

commissioners  and practitioners. 
 
 
 
  

 

 

 
 
 
 
 
 

 

 

 

 

 

 


