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Contact a Family provides advice, information and support to all UK families with disabled 
children, regardless of the disability or health condition. Through a national helpline and family 
support service, we provide advice on any aspects of caring for a disabled child, including help  
with benefits and educational issues. We help families get in touch with others in similar situations. 
We have supported the development of parent carer forums across England, where parent carers 
work with professionals to improve how services are delivered in their local area.

The National Network of Parent Carer Forums (NNPCF) is a parent carer led organisation, whose 
membership is made up of all of the Parent Carer Forums who are eligible to receive a parent 
participation grant from the Department for Education. The NNPCF Steering Group is made up of  
parent carers  from each region who are able to represent the voice of parent carers in their regions 
and ensure information about national developments is disseminated and that parent carer 
participation is strengthened, and embedded.  The role of the NNPCF is to ensure parent carers 
are able to have a voice and work as partners as services, strategies and legislation concerning 
disabled children, young people and their families is developed locally, regionally, and nationally.
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1.  Introduction  

This report is intended to update on the development of 
Parent Carer Participation in England, and the activity of 
Contact a Family, the delivery partner for the Department 
for Education delivering the Strengthening Parent Carer 
Participation Programme. It includes information provided 
directly from Parent Carer Forums across England.

In the Green Paper in relation to Special Education Needs 
and Disability published in May 2011, the Department for 
Education committed to continuing to provide financial 
support for parent carer forums across England until 2015. 
This was further supported by the procurement of a Delivery 
Partner to manage the delivery of the grant process, and 
provide a range of other support to strengthen parent carer 
participation across England.

In August 2011, Contact a Family were selected as the 
Delivery Partner by the Department for Education.  Having
supported the development of many forums during 
the Aiming High for Disabled Children Programme, the 
organisation was in a position to process grant applications 
immediately.  However, for many forums, this still represented 
a break in funding from the end of March 2011 until 
August 2011, and the administrative process, approval and 
payment of the grant still took some considerable time, 
and some forums did not receive their payments until the 
end of 2011.  

The support offer that was also proposed and available 
to local forums differed from that previously offered, with 
a basic core offer available to all which included remote 
access to advisors (with named advisors for every local 
forum), and access to a learning and development  
programme and regular information, A more targeted support 
offer was available to forums experiencing challenges.

Continuing to support the development of the National 
Network of Parent Carer Forums also remained a key function.

The last 18 months have been challenging for parent carer 
forums in England.  Not only did they face a delay in the 
appointment of the delivery partner to support them, but 
the subsequent delays this led to in administering the grant 
meant that many forums only received their grants half 
way through the financial year.  The impact of this on many 
forums was significant, with challenges to their membership, 
commitment and structure.  This was exacerbated by the 
change in delivery of the payment of the grant, which was 
an inevitable and unavoidable consequence of tighter 
financial scrutiny of public money spending, but which 
represented a further unplanned and unexpected change 
for forums.

In addition to this, forums have found themselves working 
in much more difficult situations in their local areas.  Many 
forums developed during the Aiming High for Disabled 
Children period, when resources were increased, and there 

was a clear mandate and requirement for Local Authorities 
to work with their local parent carer forums.  Strong working 
relationships were built up, as parent carer participation 
developed, and services were planned together.  However, 
the climate is now different.  Many public services have 
seen sweeping redundancies resulting in turnover of 
staff, and remaining staff holding greater responsibilities.  
Efficiencies are being made which have pressed service 
provision.  This in turn has had a direct impact on many 
individual parent carers and their families, but has also led 
to challenges for forums in developing their participation 
agenda and working with partners.  The significant change 
to the structures of the NHS, and many local authorities’ 
areas has further compounded this.  The proposed change 
to legislation and provision for children with SEND has also 
meant that this period has been one of high activity, pressure, 
and anxiety for families, and forums.

What remains clear however, are the improved outcomes 
that result from effective parent carer participation.  Despite 
all of the above, forums have continued to sustain and 
grow in most areas, and the monitoring data provides clear 
evidence of this.  There data shows growth in the numbers 
of parent carers on steering groups, and the number of 
parent carers linked with local parent carer forum.

The National Network of Parent Carer Forums has continued 
to develop and ensure the direct voice of parent carers is 
being heard in the many national developments that are 
occurring.  Having developed strong links with the Department 
for Education, and some links with the Department of Health, 
and other national strategic organisations has supported and 
embedded a strong credible and representative parent 
carer voice that feeds in the views of local forums, regional 
networks, and the NNPCF Steering Group. Continued 
developments of the regional networks, and transparent 
selection to the NNPCF Steering Group, and the continued 
activity of the NNPCF have enabled parent carer participa-
tion to thrive and develop.  (For more information please 
refer to the NNPCF report March 2013)

The changes to the administration of the Participation Grant 
this year have enabled forums to access the grant much 
earlier than they were previously able to, thus alleviating 
some of the challenges experienced in the previous year.  
The Learning and Development programme has offered 
a range of identified training opportunities for forums, and 
support from Advisors, and where required, The Forum2 
Forum offer, and Associate support has supported forums 
with additional support needs.  
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Feedback data from application 
forms

We seek feedback data from forums in their grant application 
forms that assist us with considering the progress and 
development of parent participation.  

If should be noted that this data is taken from reporting by 
148 out of 151 local parent carer forums.  As we do not 
have comparable data for 151 forums, we have excluded 
the three areas for whom data is missing from both data sets.

2011/12

It should be noted that the feedback from 2011/12 is 
gathered from the 2011/12 application forms.  These are 
the forms that were, in the main, submitted at the end of 

the Aiming High period, following the three year support 
programme delivered by Aiming High for Disabled Children, 
and where there was some considerable impetus on Local 
Authorities and PCT partners to support, and work with 
their parent carer forums in order to ensure their delivery of 
the Aiming High Programme.  This is important information 
to consider when reviewing the data.

Registered charity status
We asked forums if they were registered charities.  

Parent Carer Involvement

Funding
We asked forums if they received additional funding 
to support their participation work.  The amounts vary 
significantly, and there is not always clarity about whether 
the additional funding is purely to support participation, 

Progress of Parent Participation the national picture
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How would you describe 
your organisation
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1 Independent parent carer led organisation 56

2
Parent carer led organisation supported by 
parent partnership service

13

3
Parent carer led organisation supported by 
local authority

15

4
Parent carer led organisation supported by 
voluntary organisation

22

5 Parent partnership service 8

6 Voluntary organisation 13

7 Local Authority 4

8 Other 17

8%	  

90%	  

2%	  

1.Yes	  

2.No	  	  

3.In	  process	  

Registered charity status

1. Yes 2. No
3. In 
process

Are you a registered 
charity?

12 133 3

Please tell us how many parent carers are  
on the forum’s planning/management/ 
steering group?

1.,408

Approximately how many parent carers 
input their experiences of services to the 
Approximately how many parent carers input 
their experiences of services to the parent 
carer forum?

31,373
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4 forums did not declare the amount of support they 
received. 

Where did additional funding come from? (some areas 
have multiple funding streams) 

or whether forums have been commissioned to deliver 
support and / or services.  In the few areas where there is 
significant funding (over £40,000) our intelligence would 
suggest that these forums are also now delivery agents for 
the funder.

Participation Worker
We asked forums if their LA or PCT funded a paid participation 
worker to support the work of the forum.

1. Yes 2. No
3. In 
process

Are you a registered 
charity?

12 133 3

48%	  

52%	  

1	  

2	  

Additional funding

60%	  21%	  

1%	  

18%	  

LA	  

PCT/	  LA	  

Big	  Lo2ery	  

Charitable	  

Other	  

Where did additional funding 
come from? 

Please tell us how many parent carers are  
on the forum’s planning/management/ 
steering group?

1.,408

Approximately how many parent carers 
input their experiences of services to the 
Approximately how many parent carers input 
their experiences of services to the parent 
carer forum?

31,373

LA 50

PCT/ LA 17

Big Lottery 1

Charitable 0

Other 15

1
How many forums received additional 
funding throughout the year

71

2 Forums not receiving additional support 77

Total £1,1879.94  (4 Undeclared)

Ranging from £63.00-£70,000

Mode £10,000

43%	  

57%	  

Yes	  

No	  

Participation worker

Yes No

Does your LA/PCT fund a paid participation 
worker who supports the work of the 
forum?

63 85

If Yes, are they solely working with parents 
of disabled children?

50 13

How many hours?
5 – 37 per 
week
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Payment of parents
We asked forums if their Local Authority or PCT paid 
parents for their participation and contribution.  The replies 
were as follows:
 

Feedback From Application Forms 
2012 – 13

It should be noted that this feedback followed a difficult 
year for forums whereby there had been delay in appointing 
the delivery partner, and the grants were also subsequently 
delayed in being administered. As such, forums did not 
receive their grants until Oct – December of last year. This 
six month delay had considerable impact on some forums, 
and their delivery, and in relation to their membership (see 
monitoring section). It should also be noted that the last year 
has been a difficult year in local areas. Every area has been 
required to make efficiency savings, within the public sector 
there has been significant redundancies in staffing, and 
services, and so forums have faced additional challenges to 
their working.

If should also be noted that some forums have now been 
in existence for many years, and some established mem-
bers of the forums are coming to a time when they wish 
to, or need to step down, or away.  

Despite this, there has been  growth evidenced in every area.

How would you describe your organisation

7%	  

81%	  

12%	  
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No	  

Expenses	  

Expenses / payment 
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How would you describe your 
organisation

65%	  

35%	  
Yes	  

No	  

Support in kind 

Yes No Expenses

LA / PCT pay parents 10 120 18

Yes No

Do they provide 
other resource

96 52

What resource?

Varied from photocopying, admin 
support, printing, postage, staff 
support, room and venue hire, 
management support.

Other support – support in kind.
We also asked forums if their Local Authority or PCT 
provided other support in kind.  They replied

1 Independent parent carer led organisation 63

2
Parent carer led organisation supported by 
parent partnership services

12

3
Parent carer led organisation supported by 
local authority

20

4
Parent carer led organisation supported by 
voluntary organisation

34

5 Parent partnership service 1

6 Voluntary organisation 13

7 Local Authority 1

8 Other 4
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Other includes:
•	 PC driven supported by LA
•	 PC led supported by VCS&LA
•	 Forum supported by commissioned private sector 

organisation
•	 Not specified

Forum staus

Parent Carer Involvement

16%	  

11%	  

1%	  

28%	  1%	  
7%	  

36%	  
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3	  

4	  

5	  

6	  

7	  

Forum status

77%	  

8%	  

4%	  

6%	  
1%	  3%	  1%	  

1	  

2	  

3	  

4	  

5	  
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Funding sources

58%	  

42%	  
1	  

2	  

Additional funding

1 Registered charity 24

2 Community Interest Group 17

3 Social Enterprise 1

4 Constituted Group 42

5 None 1

6 Other 10

7 None / Other 53

1 LA 73

2 PCT/LA 7

3 Big Lottery 4

4 Charitable 6

5 Other 1

6 PCT 3

7 Fundraising 1

Number of parent carers on management/
steering group involved in running the parent 
participation work/forum

1,570

Number of parent carers for whom you 
have contact details, the number on your 
database or the number asking to be kept 
informed about participation

52,531

Funding

Yes No

How many forums received additional 
funding throughout the year

86 62

Total £1,254,336

Ranging from £68.00 –£ 92,748

Where did additional funding come from (Some multiple 
sources of funding) 
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Additional Resource:
We also asked forums if their Local Authority or PCT paid 
parent carers for their participation and contribution.  

Participation Worker
We asked how many forums had the use of participation 
workers funded by the Local Authority or PCT.

41%	  

59%	  

Yes	  

No	  

Participation worker

Yes No

Does your LA/PCT fund a paid  
participation worker who supports 
the work of the forum?

60 88

If Yes, are they solely working with 
parents of disabled children?

43 17

How many hours?
2 – 37 hours per 
week

59%	  

41%	   Yes	  

No	  

Support in kind

Yes No

Do the LA / PCT provide 
other resource

88 60

What resource?

Varied from photocopying, 
admin support, printing, 
postage, staff support, room 
and venue hire, management 
support.

14%	  

76%	  

9%	   1%	  

Yes	  

No	  

Expenses	  

Offered	  but	  declined	  

Expenses / payment

1 Yes 20

2 No 113

3 Expenses 14

4 Offered but declined 1

We also asked about support in kind.
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Feedback from Monitoring Forms 
2011 – 12 Grant:

We asked for a range of information from forums in their 
monitoring forms, which not only evidenced their spend 
of the grant, and the outcomes achieved by this, but some 
additional data in relation to their reach to families. 

The first sections asked about the impact of the late delivery 
of the grant, and the information there demonstrates how 
challenging that had been for the majority of forums, with 
73% reporting this affected them.  

 We had been aware that there had been some critique of 
forums in relation to their reach to minority communities, 
and in relation to their pan disability representation.

The information provided has been helpful to evidence 
the current self reported status of forums.  There has been 
some criticism from forums about the heavy reporting 
requirements, but this data not only helps to evidence the 
legitimacy of forums, but also assists in identifying particular 
support needs.

This data represents monitoring forms from 146 parent 
carer forums who had submitted their monitoring form by 
September 2012.

NB on the following charts, the first number denotes the 
amount of forums that responded, and the second number 
denotes the percentage value.

The above demonstrates the particular challenges that the 
forums faced in relation to the delays in grant approval, 
however, also demonstrates the very fluid nature of the 
change of plans, which can be dependent on a wide range 
of issues.  We have introduced a variation to grant approval 
process however, to ensure that plans do not significantly 
deviate from the approval without agreement, or fail to 
meet the conditions of grant.

73%	  

27%	  

3.1 Did the delay in receiving the grant payment 
affect your planned activity?  

	  
Yes	  

 No	  

Did the delay in receiving the 
grant payment affect your 
planned activity? 

48%	  

52%	  

3.2 Did you alter your planned activity for reasons 
other than the delay in payment?  

	  
Yes	  

 No	  

Did you alter your planned 
activity for reasons other than 
the delay in payment? 

34%	  

66%	  

6.7  Does your forum keep a record of details such 
as age / ethnicity / whether parents work and 
other diversity issues? 

	  
Yes	  

 No	  

Does your forum keep a record of 
details such as age / ethnicity / 
whether parents work and other 
diversity issues? 

61%	  

39%	  

6.9   In order to demonstrate that the forum represents 
families whose children have a range of impairments and 
experiences, do you keep an annual record of your 
membership and steering group to evidence this? 

	  
Yes	  

 No	  

In order to demonstrate that the forum 
represents families whose children have 
a range of impairments and experiences, 
do you keep an annual record of your 
membership and steering group to  
evidence this?

The reach of the forums
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It is important to evidence that the forums are mindful of 
issues pertaining to representation, and inclusion of seldom 
heard parent carers.  Whilst forum members already work 
extremely hard, often there can be simple methods that 
may assist  in identifying groups that forums may not be 
connecting with.  The purpose of the questions was to 
have an indication of how many forums already take steps 
to measure this, and to act as a prompt for those who may 
not have considered these issues. Many forums report  
being challenged on how representative they are, and being 
able to evidence the scope of the reach of the forum is an 
essential tool to be able to evidence the broad reach of the 
forum when such challenges occur.

Unsurprisingly for those forums where there is a greater 
representation of parents carers of children with a specific 
impairment, these are parent carers of children and young 
people who are on the autistic spectrum.  

Working with providers in Education Health and Social Care 
are essential elements for Parent Carer Forums, and evi-
dencing how well, or what continuing challenges occur are 
essential.  We asked forums to tell us, based on a range 
of options, how well they felt they were working with their 
partners in different sectors.

Working relationship with Stakeholders:

68%	  

32%	  

6.10  Is there an impairment type represented by a 
significantly greater number of members of your forum (for 
example parent carers of children with autism, parent carers 
of children with cerebral palsy)? 

	  
Yes	  

 No	  

Is there an impairment type  
represented by a significantly greater 
number of members of your forum (for 
example parent carers of children with 
autism, parent carers of children with 
cerebral palsy)?
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 No	  working	  
rela5onship	  

	  
Informa5on	  

	  
Consulta5on	  

	  
Par5cipa5on	  

	  
Co-‐produc5on	  

 Other	  	  

7.1	  Educa*on	  Indicate	  with	  an	  ‘X’	  which	  term	  best	  applies.	  	  

 No	  working	  rela5onship	  

	  
Informa5on	  

	  
Consulta5on	  

	  
Par5cipa5on	  

	  
Co-‐produc5on	  

 Other	  	  

Working with education
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24	  

56	  

39	  

6	  

 No	  working	  
rela5onship	  

	  
Informa5on	  

	  
Consulta5on	  

	  
Par5cipa5on	  

	  
Co-‐produc5on	  

 Other	  	  
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7.2	  Social	  Care	  Indicate	  with	  an	  ‘X’	  which	  term	  best	  applies.	  	  

 No	  working	  rela5onship	  

	  
Informa5on	  

	  
Consulta5on	  

	  
Par5cipa5on	  

	  
Co-‐produc5on	  

 Other	  	  

Working with social care
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 No	  working	  
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Informa5on	  
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Co-‐produc5on	  

 Other	  	  

7.3	  Health	  Indicate	  with	  an	  ‘X’	  which	  term	  best	  applies.	  	  

 No	  working	  rela5onship	  

	  
Informa5on	  

	  
Consulta5on	  

	  
Par5cipa5on	  

	  
Co-‐produc5on	  

 Other	  	  

Working with health

Short Breaks Statement Involvement
This was in important question, as there is a requirement 
under s.5(4) of The Breaks for Disabled Children regulation 
that in preparing and reviewing their short break statement 
the Local Authority must have regard to the views of carers 
in their areas.  As such, and following on from Aiming High, 
we would have expected all areas to have ensured that 
they worked in participation, or co-produced their statement.  
However, the return shows a different picture, and one 
which demonstrates the challenge for forums even when 
there is a clear mandate for working together.  This is vital 
for the Department to consider as the new regulations are 
drawn up in relation to the SEND legislation.
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 We	  had	  no	  involvement	   %We	  were	  informed	  
when	  it	  was	  complete	  

%We	  were	  consulted	  
about	  the	  statement	  

GWe	  ac?vely	  par?cipated	  
in	  considering	  what	  
should	  be	  in	  the	  

statement	  

rWe	  co-‐produced	  the	  
statement	  with	  the	  local	  
authority,	  and	  were	  

partners	  in	  developing	  
and	  producing	  the	  

statement	  

7.4.2	  Please	  indicate	  how	  much	  involvement	  your	  forum	  had	  in	  developing	  your	  local	  area’s	  Short	  
Break	  statement.	  Indicate	  with	  an	  ‘X’	  which	  term	  best	  applies.	  	  

Please indicate how much involvement your forum had in developing 
your local area’s Short Break statement. 

99%	  

1%	  

7.4.1	  Does	  your	  area	  have	  a	  short	  break	  statement?	  

	  
Yes	  

 No	  

Does your area have a short break 
statement?
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partners	  in	  developing	  
and	  producing	  the	  
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7.4.2	  Please	  indicate	  how	  much	  involvement	  your	  forum	  had	  in	  developing	  your	  local	  area’s	  Short	  
Break	  statement.	  Indicate	  with	  an	  ‘X’	  which	  term	  best	  applies.	  	  
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7.4.2	  Please	  indicate	  how	  much	  involvement	  your	  forum	  had	  in	  developing	  your	  local	  area’s	  Short	  
Break	  statement.	  Indicate	  with	  an	  ‘X’	  which	  term	  best	  applies.	  	  
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“We do attend but we have child care 
issues. Timing of these meetings is always 
difficult due to our geographic location. 

Parents cannot leave until children are at 
school and have to be back long before 
children are due home from school as 
preparations are often needed to ensure 
all is ready for when the child returns home.”

“No reflection on the meeting as the ones 
we have managed to attend have been 
ok, although for us its about sharing and 
spreading so forum that have shown 
interest like Calderdale Rochdale  
Nottingham we have good relationships 
with. I suppose looking at our diaries the 
issue is time and we have so many projects, 
Planning & training going on we find the 
meeting to difficult to get to.”

“Details about meetings are sometimes 
sent at short notice.  Distance and  
associated childcare is also sometimes 
difficult to organise.”
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23%	  
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8.1	  Do	  members	  of	  your	  forum	  regularly	  a2end	  the	  
regional	  network	  mee:ngs?	  

	  
Yes	  

 NO	  

Do members of your forum regularly 
attend the regional network meetings?

This was a useful question to ask, as both the NNPCF, and 
Contact a Family use the regional network meetings as 
an opportunity to share information and ensure forums 
remain up to date with national development, and feed in 
their views.  We asked for clarification around the barriers 
to attendance.  Whilst we appreciate that geography and 
prior commitments can make it a challenge to attend, 
barriers included: 

“Distance, Childcare Issues.  We are all 
parent carers and we work within our 
Service Level agreement with the L.A. 
because of these issues. Ours is a large 
county and anxieties about being there 
for our children dictate attendance.” 

Attending Regional Network Mettings
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“Distance is a barrier even though we try 
to attend.”

“A majority of steering group members 
are in paid employment and very often 
meetings occur on days when members 
are working.  The Pathfinder work in  
addition to the community consultation 
boards we already attended has put such 
a strain on our time and resources that 
we are unable to find the time to attend 
the regional meets even where this is not 
the case.

In addition, meetings are often held some 
distance away, with starting/ending times 
that would clash with school drop-offs and 
pick ups.” 

“We have attended one meeting, however 
due to the distance and difficulty in travelling 
from the islands it is very hard to find a 
parent able to attend as it requires being 
away from home for 2 nights.”

“Capacity, Workload, Time constraints are 
all contributing factors.”

“We have attended one of two of the 
meetings, but find it difficult with all the 
work we need to do on a local level to 
participate on the cluster meetings us 
well.  The extra pressure to attend cluster 
meeting is difficult to manage on top of all 
our own responsibilities towards our own 
Terms of Reference.  The reality is we are 
all volunteers and we need to priorities 
our time between our children and the 
work we.”

We are keen to explore some options around addressing 
some of these barriers using technology.

Outcomes 

Within the monitoring forms, we have tried to focus more on 
outcomes of the activity, rather than just the output and activity.  
This has been challenging to some forums, but all were able, 
within their monitoring to provide examples of outcomes.  

There have been a wide range of outcomes evidenced 
through the monitoring, with some overarching themes 
that continue to support the previous evidence of how 
parent participation leads to improved outcomes for  
disabled children, their families, and in service provision.

Key themes among outcomes include:
•	 Better informed and knowledgeable parent carers
•	 Improved service provision where there is effective 

participation
•	 Better value for money services
•	 Increased support to parent carers
•	 Opportunities for employment for some parent carers 

involved in participation

Some examples of outcomes identified by forums can be 
seen below.

Example from a London Parent Carer Forum 
a) more parents are aware of us and involved in  

consultations.
b) we have established good relationships with new Local 

Authority personnel
c) we have an increased number of parents on boards 

and sub-groups
d) we are becoming increasingly recognised by statutory 

agencies as the conduit for communicating with parents
e) we are developing a better understanding of the range 

of parents we are servicing and what their needs are
f) we are developing a more accessible website
g) we have increased our potential reach through publicity 

materials
h) parents increasingly trust us to collate their views and 

submit a joint parent response” to consultations

Outcomes for parents:
a) an increased awareness of where to get accurate 

information on service developments
b) an increased awareness of us as the conduit for 

communicating with the statutory services
c) parents are aware through the newsletter of relevant 

services and information available to them.
d) the parent voice is increasingly being heard and valued 

throughout services
e) parental confidence is growing as see their views being 

communicated to service providers and taken seriously
f) more parents are linked in to our email and postal 

system and receiving regular updates and information.
g) increasingly transparency and involvement from statutory 

agencies increases parents’ confidence in service- 
providers
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Outcomes for statutory services:
a) increasing confidence in working in partnership with 

parents
b) awareness of the forum as an easy conduit to access 

parents’ views
c) more aware of the value of parent contributions at an 

earlier stage of service planning
d) close partnership working with the forum enables 

frequent and informal on-going discussions on service 
provision

 
Example from a East of England Parent Carer 
Forum
Parent carer road shows/conferences
The spring events  we held have increased our membership 
by over 50 and the majority of attendees had not been to 
an involvement event before.  They now have a greater 
understanding of what parent carer involvement is.

Attendees at the events (over 120 parents across 3 
events) have come forward to join the board/steering 
group and be trained as representatives.  This will improve 
our capacity to respond to involvement requests.

Expenses for Parent Carer Representatives
This has ensured that, through turbulent times for the 
LA and our organisation parent reps have been able to 
continue their role at strategic meetings. This has kept the 
principle of parent carer involvement alive and we are seeing 
increasing ‘buy in’ from senior officers in the authority  A 
recent review of Early Years Support for children with SEND 
incorporated our ‘You Said We Did’ process for the first 
time in an authority document outside Aiming High, which 
we see as progress and proof of influence.

Example from a East Midlands Parent Carer 
Forum 
Networking with other groups has led to new steering 
group members coming on board and strengthening our 
governance and also the disseminating of information.

The inclusive leadership course has led to a network of 
leaders from 7 different groups signed up to meeting  
quarterly to ensure that we are sharing information effectively 
and efficiently.

One of our members who had previously attended to  
Empowerment Training and recently the Inclusive Leadership 
has been offered a job with the Parent Partnership Service 
and this will strengthen our link with this service.

Partnership with the authority Sports Development team 
based at a special school has led to the weekly Cycling 
Club our 4th inclusive activity being set up so that hard to 
reach parents can meet.

Our market place launch event has show cased our ability 
to effectively reach parents and carers and service providers 
(30 stalls) leading to the local authorities confidence to 
continue to fund our monthly session through the Early 
Intervention Grant.

We have increased our membership by 100% and this 
has led to 6 new steering group members volunteering 
to support and strengthen the governance of the forum.  
Additionally we have 50 members from a neighbouring 
authority, some of these members access City LA provision 
and this is building a robust community of cross boundary 
participants.

We have strengthened our reach via 6 Children’s Centre staff 
and other partners from other voluntary community services.

We have offered Empowerment training.  We ran a mini 
coaching session instead which has resulted in 1 of the 
4 participants deciding that she could participate in the 
Inclusive Leadership course as a result of her experience 
on the day.

We’ve had positive feedback from the 14 participants of 
the Inclusive Leadership course and forged a partnership/
network of leaders who are committed to being involved 
with future participation.

As a result of our raised profile and the LA’s confidence 
in us we have been asked to train a cohort of parents as 
personal planners so that we can deliver this service from 
August/September 2012.  We are also currently awaiting a 
2 year contract for £40,000 from  our authority to deliver 
our service and produce a tookit for ‘co-production with the 
local authority’

We have sustained our 3 core monthly activities from EIG 
funds and other grants.  These are our monthly play and 
support session, family ice-skating, family swimming and 
support session and we start our inclusive cycling club on 
Monday the 30th April in partnership with the authority 
Sports Development team based at a special shcool this 
will be held weekly, thus increasing our opportunity to 
engage hard to reach families.

Parents have been able to comment on the Short Breaks 
Statement and the personalisation information pack.  We 
have also had representation at a Health and Well Being 
Forum but this last year has seen very little activity due to 
the LA restructuring.
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Example from a London Parent Carer Forum 
Training
As a result of training we now have more members who 
have developed the confidence to participate in meetings 
with borough officials.  Previously we have struggled to get 
members to be more actively involved.  For those who are 
less confident, they are willing to attend with a ‘mentor’ 
until they feel confident to attend independently. The 
training gave members a better understanding of the work 
load that is involved in running the forum and as a result 
parents have volunteered to share the work load and offer 
themselves for new positions such as outreach workers 
for schools and BME groups. We are also in a position to 
send more and different representatives to meetings which 
means that the forum is not just seen as an organisation 
of two people and it allows more parents from differing 
backgrounds the opportunity to feedback to the council 
on issues that are important to our members. This year, as 
we have greater numbers who are willing to participate, 
we were able to send six members to evaluate short break 
tenders rather than just two. More members participating 
has meant that we could be involved in more consultations 
and affect changes to a variety of services in the borough 
and the views of more parents have been heard.

Publicity
We have been able to promote the forum more widely 
through our flyers and newsletters and have begun to 
engage people from different BME groups.  Membership 
has therefore increased by about 30% over the course of 
the year. We have therefore been able to present the views 
of a wider range of people and disabilities.

We have also promoted ourselves throughout the council 
departments and have developed a ‘Meet the Forum’ 
road show which allows us to meet with large numbers 
of officers and talk them through what we do and how we 
can successfully work together.  As a result we have raised 
the profile of the forum and feel we are highly regarded 
in the borough to extent that we have continued to be 
funded by them.

Example from a North East Parent Carer 
Forum 
1. Joint Conference with SEND Pathfinder which has 

resulted in 11 parents joining Parents in Power and 
wanting to be kept in touch through the whole of 
the Pathfinder.

2. Starting a Facebook and Twitter page and keeping our 
Website more up to date.  Ensure a further 70 parents 
are contactable and on a daily basis parents talk to 
each other and receive information from each other 
about meetings in the authority/ and consultations 
locally/regionally and Nationally enabling more parents 
to become involved in participation and consultation. 
One parent on Facebook asked us to arrange a 
consultation event around the new Paediatric services 
consultation which resulted in more parents being 
involved and getting their voices heard.  Following 
this one parents has indicated that she may join the 
steering group.

Example from a South East Parent Carer 
Forum 
1. Full engagement of Parents in the Green Paper Pathfinder 

‘from the beginning’ Parents are represented on all 
work groups, Change Board and Core decision making 
groups. The Forum are also ‘leading’ on the’ Support 
for Parents and Carers’ work stream (The only Non LA 
lead) This is a result of the work that has been done 
in building relationships and showing the value that 
parents can add. This will mean that Parents have 
influence over the decisions made for the Pathfinder, 
resulting in a more collaborative service.

2. Remuneration for attending strategic Groups. Officers 
of the Forum approached the authrotiy to introduce 
payments for parents attending strategic groups and 
Grant panels. The Authority was resistant at first but the 
officers persevered. The outcome was the introduction 
of payments for Parent representation.  These payments 
are still considered to be ‘nominal’ but a good outcome 
for the forum.

3. Engagement with Health. As a result of Parents attending 
strategic groups and opening a dialogue with senior 
Health practitioners we have seen an increase in  
invitations from Health.  Parents have been invited to sit 
on the New Health Commissioning board, join working 
groups to develop websites and have been included in 
review panels for commissioning services. The outcome 
is increased opportunity to influence decisions.

4. The Forum applying for Grant.  Over the past 12 
months our supporting organisation and the  forum 
have worked together to establish independent 
identities and clearly defined roles.  This has resulted 
in the formation of our forum who – it is hoped - will 
be in a position to apply for the 2012 / 2013 grant in 
their own right.

Example from a South West Parent Carer 
Forum 
Our recruitment has resulted in a wider group of parents with 
different perspectives and skills becoming actively involved.

The new Findability resources have made it easier for parents 
to access information all in one place.

The professional training enabled a wider of professionals 
to understand the basic principles of participation and how 
it works in our area.  They are now more willing to engage 
and are supportive.

Parent carer input into focus groups is reflected in the 
strategies developed by LA/PCT.

The development of ‘parent-friendly’ resources

Example from a West Midlands Parent 
Carer Forum
A co-ordinator has worked for the forum to co-ordinate 
and provide admin support where necessary.  The group 
has been supported with emails, text messaging, website, 
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social networking, regular updates, attendance at meetings 
and being a lead of networking, linking in to regional and 
national bodies and strategic/delivery partners.  .

By paying volunteer expenses we have enabled parent 
carers to attend meetings and be involved in key decisions 
around the work of our forum. To further value our volunteers 
we have paid for them to attend a conference and paid for 
tickets and travelling.

Involvement in social media has led to outcomes in gaining  
3 new committee members who are very pro-active and 
have attended various meetings hosted by the forum. Both 
new members bring new skills to the committee and have 
been very valued.  They are all parents.  In addition we also 
have key partners from PPS and a local special school.

Our involvement with the Health element of parent forum 
work has led us to engaging with a  cohort of 6 parents at 
this moment in time who are engaged in key meetings  
regarding AQP Wheelchair Services. Further engagement 
with parents across health services has led to the opening 
up of an opportunity for parents to engage with a ‘supporting 
parents’ programme – offering emotional support and 
information to families.  The forum are working alongside 
this initiative with other local partners.  We have also been 
asked to liaise with parents to trial out the Community 
Health Website and we will do this via our website/social 
media page.

We have been successful in reaching a wider range of parents, 
and ensuring their voices are heard at strategic levels by 
not only listening to them, but taking action upon it and 
reporting back the outcomes of meetings.  For example our 
consultation event with the disabled children’s team was 
attended by 4 strategic partners and questions were asked by  
parent/carers present – we followed this up with meetings 
with individual partners and then feedback to parents via 
email/newsletter/website and social networking.

Our conference in November 2011, attended by 100 
delegates including SENCOs and school staff, thereby more 
parents and children were able to access knowledge of the 
forum because this information has been disseminated and 
continues to do so through our links and our ‘professionals 
database’ currently with 70 members.

900 newsletters have been printed reaching ALL 275 
families in our local araea – supplying them with up to 
date information, and opportunities to participate in our 
work – from this information we had 100 delegates at our 
conference and a further 60 at our Disabled Children’s 
Team consultation in January.   Feedback from parents is 
that they prefer a printed copy of a newsletter opposed to 
an email copy as it gives them more of a sense of being 
involved and it acts as a reminder of the work we do.

Further dissemination of information via community events 
in particular has led to an increase in families registered 
with the forum to 275.

Example from a Yorkshire and Humber 
Parent Carer Forum 
1. Robust management team 

The Forum has a robust management team of 10  
parents / carers, who following empowerment and  
assertive training feel able to go out into the community / 
local authority / other organisations and deliver training 
and presentations.

2a. The forum  have attended: 
- 9 presentations 
- 56 meetings (two or more parents / carers) 
- 4 large events 
- 48 soft play sessions / information sessions 
- Sat on one internview panel for 7 posts. 

2b. Forum branding 
- The Forum have focussed on improving and ensuring   
  the recognition of the brand across the city.  We have  
  done this by: 
 - all lead parents / carers wear uniform 
 - flyers in schools, children’s centres, GP’s, child  
   development centres 
 - social networking profiles 
 - all lead parents / carers are trained to deliver the  
   same consistent message 
 - branding to be instantly recognisable 
 - raised profile of the forum as a team and not  
   individuals

This makes a difference because the forums lead parents are 
instantly recognisable and approachable whilst out in the  
community, and this enhanced our sign up of parents / carers.

Example from a North West Parent Carer 
Forum  
Better Involvement in Strategic Decision Making
A major success of the forum over the last year is our  
increasing involvement at a strategic level of decision making.  
This has led to a number of outcomes, including:
•	 Parents’ views about local SEN issues were fed into, 

and influenced a major review of the local special 
schools and services available for statemented children.

•	 A review of the domiciliary care contract included a 
Parent Rep who ensured that the needs of disabled 
children were considered.

•	 A pilot of sensory integration was proposed for 
2012/13 based on consultation with parents

•	 All documentation for parents by the new Health 
Consortium has parent representation during its design 
stage, and is published for comment by the wider parent 
community before agreement

•	 Parents are feeding directly into the strategy plans for 
Emotional Health and Wellbeing.

Issues Raised by Parents are Being Heard and Acted Upon
At our annual conference in 2011, we held a number of 
parent / professionals workshops looking at, for example, 
transition; play and leisure; short breaks; health.  An output 
of this was a report of issues encountered by our families.  
This was then formulated into action points and allocated 
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out to the relevant professional.  The outcome of this 
process was that parents had a method to raise issues for 
examination and action.  

Better Information Available for Families
We have been working with our partners to improve the 
relevance and timeliness of local information.  Examples of 
outputs are a child-friendly transition pack and an introduction 
to local services for families dealing with a new diagnosis.  
The outcome would therefore be better informed families.

Greatest achievements   

We also asked each forum to tell us what their greatest 
achievement over the last year had been.  There were many 
excellent examples, and below are just a few examples of 
some of the many achievements over the last year which 
demonstrate the broad progress and benefits that parent 
carer participation leads to.  

Example from a West Midlands Parent Carer 
Forum 
•	 Be able to retain two parent rep position on the Trust 

Board
•	 Continuation of parents request to join pvc
•	 Training of 25 new parents’ representative
•	 4 parent achievement in re-joining the workforce
•	 Developing SENAR frequently asked questions. Transfer 

documents for Primary and Secondary school.
•	 Having a Manager on Board has been imperative for 

us and our continual development.
•	 Policies and Procedures are been developed. Governance 

document are in place.
•	 The Forum has it books audited for the first time.
•	 Securing new office space was is localised, inexpensive 

and accessible.

Example from a South West Parent Carer 
Forum 
•	 Event and Newsletters, 189 attended and we had 80 

actively feedback to us.  Responses from providers and 
the families was very good and positive.  Being able to 
take this feedback and with the Services move forward 
to address any points raised.

•	 Being part of the Commissioning Board for Short Breaks
•	 Forming the Overview Group for the Residential Unit 

and parents taking a active role.  (From a negative 
experience into positive)

•	 Being invited to be part of the Interview Panel for the 
new Director of Children’s Services

•	 Being encouraged to be part of the new Health and 
Wellbeing Board.

•	 Being Partners with the 3 L.A’S  in developing a new 
Website for information for families.

•	 Being able to fund workshops /meetings across the 
County to be able to meet face to face with the families 
to encourage them to participate and have the  
experiences /views heard.  Usually from this opportunity 
we find that one mum or even dad now, who wants to 
have that chance to be part of working with us and the 
L.A for whenever they can manage it.  We have even 
not been charged for Room Hire at some venues this 
year because they recognise our value!

•	 Being invited by the L.A to be Co-Chairs for the 
SEND Project.

•	 Getting the services including Health to recognise that 
letters/ information needs to be in Plain English

Example from a North West Parent Carer 
Forum 
The greatest achievement was parents having control over 
the short break funding. This was achieved by hard work 
and the tenacity of parents determined to show that if  
parents are given the opportunity to be involved in decision 
making the outcomes are vastly improved. Due to cuts this 
was a greatly reduced amount but it has been proven to 
the local authority that funding has provided much more 
than was thought achievable. This is due to a lot of thought, 
planning and creative thinking on the part of parents.

The local authority now recognises parent participation as 
an invaluable resource and actively seek out parents views. 
They are showing confidence in parent management skill. In 
return, parents are showing confidence and trust in the local 
authority. They see and benefit by the results achieved. 

Likewise, the local authority are beginning to realise parents 
have valid views, are creative in their thinking and are 
impressed by what is being achieved for the families of 
disabled children in our area

Example from a South East Parent Carer 
Forum 
•	 A stronger forum emerging with more parent/carers 

involved in strategic decisions and a wider group of  
organisations representing families on the steering group.
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our meetings (in a live broadcast on the local radio) to 
ensure that Disabled Children’s Services and The Access 
Point, a Forum recommendation during the Aiming High 
program and all of the Forums other recommendations, 
(the low cost disability accessible caravans and free to hire 
wheelchair friendly people carriers to assist getting to them 
for short breaks etc.) were unaffected by the huge cuts 
following the constraints of the budget and discussions 
with parents and senior Council executives about where 
the ‘cuts’ would fall.

Also we have had a seat at since our establishment, but 
are now written into the Disabled Children’s and Young 
Peoples Program Board as the sole Parent Carer voice and 
source of contact, for all of its partners in everything that 
that the council considers for the future and are working 
with them to ensure that the board has greater force in 
persuading higher level executives that it typically simply 
reported to, to develop their suggestions into their structures 
and actions.
 
Example from a North West Parent Carer 
Forum 
I think the greatest achievement for the forum this year has 
been in the relationship building with the Children’s Trust and 
how the forum now is recognised as being a constructive 
place to work and is seen as wanting to work in partnership 
with professionals. The forum has allowed parents with 
children with additional needs including disability to have a 
voice in deciding the priorities and a planned way forward 
for the Children’s Trust. 

Example from a Yorkshire and Humber 
Parent Carer Forum 
The greatest achievements for the forum this year are:-
•	 Reaching more parents – doubled membership 
•	 Becoming a distinct and semi-independent, recognised 

and valued group by parent carers, voluntary agencies 
and statutory services

•	 Achieving all our action plan points ( will attach)
•	 Became a charity

•	 A new website which will take us forward with parent 
participation.

•	 Continued interaction with health allowing parents 
a window into how the NHS operates and a greater 
opportunity to have a say in the services provided

Example from a London Parent Carer Forum 
Our authority are reviewing their SEN Transport Policy.  We 
held an event where we aksed the Council officer leading 
on this work to come and talk to parents.  Following the 
meeting, parents asked us to collect their various views 
on the proposed changes and submit an organisational 
response in addition to their own individual responses.  We 
collated all their points into a “corporate style” document, 
and again, at the parents’ request, sent the paper not only 
to the Council officer concerned, but also the Cabinet 
Member for Children, Young People and Learners, and 
the Executive Director of Children’s Services.  We received 
replies from both the Councillor and the Exec Director, 
assuring us that our paper would be taken forward for full 
consideration as part of the consultation documentation.  
We understand this issue will be considered by Cabinet 
this month and expect to continue to work on developing 
this policy within the relevant sub-group, involving a wider 
group of parents again as and when appropriate.

This was pleasing in many ways.
a. we were one of only 3 organisations the Council en-

gaged with on this
b. parents trusted us enough as an organisation to ask us 

to collate a joint response
c. we produced a professional document, measured and 

reasonable in tone, which still reflected parents’ concerns.
d. we were able to show parents the report so they could 

see what had happened to their input.
e. we received very prompt and positive responses from 

Council officials.
f. we are building our profile within the borough, both 

with professionals and parents, as a reliable and 
representative source of parental contribution

g. we can look forward to continuing our involvement 
with this policy through our membership of the 
relevant sub-group.

Example from a North East Parent Carer 
Forum 
The outcome form the Transitions Conference and the 
changes that the LA has made for pupils leaving school this 
year.  Parents will now know before the end of the school 
year what is happening for their children and not be waiting 
until the last minute to find out.  It will also give pupils the 
change to have a correct transitions plan in place for them.

Example from a East Midlands Parent Carer 
Forum 
We’re still here!  Aside from that, it would have to be, in 
no doubt as a result of our close working relationship with 
the DCS and our arranging that, amongst others, the City 
Mayor sign up to the EDCM Children’s Charter at one of 
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Example from a East of England Parent Carer 
Forum 
There are many individual achievements we are proud of 
this year, such as developing a health passport, launching 
a parent participation magazine and supporting a network 
of around 45 parent groups. We have also doubled the 
number of strategic or other decision-making groups 
which parents are represented on, from 6 to 12. However, 
perhaps our greatest overall achievement is that awareness 
and influence of pinpoint and its work has grown significantly 
during the year. We feel this in a large part due to gaining 
the support of the Director of Children’s Services, which 
we believe has opened many new doors - including at 
a very senior level - as demonstrated by the attendance 
of so many senior managers and commissioners at our 
2011 conference.

Example from a South West Parent Carer 
Forum 
We feel we have done so much this year it is difficult to say 
what our greatest achievement was. We have increased 
membership by almost 200 (which includes several 
members which have previously been hard to engage), 
we manage to keep all 689 members fully informed, we 
are able to tackle issues and concerns with a united voice 
and the LA listen and involve us in their decision making. 
We are able to support each other via social media and we 
are able to learn from one another’s experiences. We have 
tackled our priorities and benefited from numerous training 
courses by upgrading our skills in participation. We sit on 
over 25 working parties and steering committees working 
in partnership with service providers to improve services 
for children and their families. We have provided support 
groups in the localities with lap tops so they can be more 
fully involved, we have held 6 weekly Steering Committee  

meetings to plan & review our service, we hosted quarterly 
Parent Carer Forum Meetings where we worked with 
Commissioners & Directors from Health, Education and 
Social Care to develop and deliver high quality, needs 
led, cost efficient services. We organised 4 open Forum 
meetings at Gloucester’s Guildhall, when all parent carers 
were invited to attend in order to support each other and 
air their views to service providers. We repeated the Forums 
in the evening for those parents who were unable to attend 
during the day. We shaped services such as Home to 
School Transport, Continence and Short Breaks to be more 
responsive to needs. We reported back our progress every 
6 weeks through The Key newsletter and Caring Matters 
magazine. Parent Carers tell us they are better informed, 
they have the skills and knowledge to fully participate in 
decision making, there is increased trust between  
professionals and parents and there are less costly complaints. 
The benefits of involving parents are acknowledged by all, 
however sometimes it is the small changes which make 
the biggest difference to individual parent carers and it is 
an accepted fact that parent carer participation has had a 
huge input on development of services and the promotion 
of good practice in Gloucestershire and it is recognised that 
the work needs to be ongoing.

Example from a North West Parent Carer 
Forum 
Our Parent and Carer Conference in March 2012 was the 
biggest achievement seeing through which we were able to:

1. Deliver a solution to give parents access to better 
Information about local services with the launch of 
our Information books, website tools and Service 
Provider Stalls
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2. Deliver clear Information knowledge &understanding 
to parents of the proposed future of SEN as per the 
Green Paper/Pathfinder Project work

3. Provide a comprehensive Consultation  opportunity for 
Parents and Carers on the proposed future of SEN as 
per the Green Paper/Pathfinder Project work and also 
on a wide range of issues including training needs etc

4. Engage with the largest Parent/ Carer audience so 
far in our brief history of operation. Secure the active 
Involvement of an increased number of Parents in the 
Forums Parent Participation work.

5. Gain recognition as a serious and professional Parent 
led organisation which has a vital role to play in the 
decision making and provisions of future SEN to match 
the needs of our members.

The National Support Offer For Parent 
Carer Forums 
Core Offer
All parent carer forums continue to be able to access the 
core offer of support from Contact a Family.  This includes 
telephone and email access to a named Parent Carer 
Participation Advisor, access to Learning and Development 
opportunities, regular communications, and the opportunity 
to engage with the regional network, which Advisors are 
invited to attend.   The Advisors were recruited and in post 
by the end of November 2011, and began engaging with 
forums in December 2011.  151 forums are offered this 
support package.  Some areas utilise this more than others.  
Some areas feel that this approach, which sees less direct 
contact with areas who are considered to have low support  
needs, is not sufficient, and they would wish to see a return 
to a higher level of engagement and involvement.

Forums that require additional support are offered support 
either through the Forum 2 Forum support offer, if this is 
considered appropriate, or where more individual, targeted 
and immediate support is required, through our pool of 30 
associates.

The Advisors have had a challenging job, as many cover 
two regions, and one advisor covers three, and all work 
part time, most 0.8 fte, and one 0.6 fte.  They maintain 
record logs, which evidence that 82% of their working 
week is spent on direct delivery to forums.

In evaluating the core offer, it remains a phased offer that 
was designed to encourage independence and sustainability. 

Forum 2 Forum Support
The Forum2Forum peer support initiative began in February 
2012.  Forums were notified of the support offer and asked 
to make contact if they felt they could offer support to  
another Forum.  This support is remunerated, to acknowledge 
the time, and effort supporting forums are commiting 
and is supported by a process where there is a criteria for 
forums who offer and receive support, and a range of  
supporting documentation to help identify the areas requiring 
support, and the outcomes achieved.

We currently have 20 Forums willing to offer support and who 
meet the criteria of being a low support area with enough  
active members to cope with the additional responsibility.

This form of support was then offered to Forums where it 
was felt they may benefit from this support offer by their 
Regional Adviser and whose issues were suited to peer led 
intervention.

So far 26 referrals have been made by Regional Advisors.

Of those 26, 
•	 10 have declined the offer:
•	 10 have been matched and relationships initiated
•	 2 are on hold due to changes within the forums
•	 4 are either awaiting a suitable match or in the process 

of being set up
•	
Outcomes from Matches
Of the matches made, there has been varying success. 
In one area, it took a while to establish contact, but once 
made, the match has sustained for six months.  Initially 
support was offered to get the grant application in to 
ensure that funding was received which was an area of 
concern for the forum receiving support.   Email support 
has continued as well as regular updates via Facebook 
which is helping to increase the membership for the forum.  

In two  areas, support was offered, including the offer of 
visits, but this was not taken up.  Changes in the forum led 
to more intensive support being offered by an associate.

In another area, contact took a while to establish but once 
made a face to face meeting was arranged and regular 
exchanges of support have been made since including 
discussions on the use of social media which both Forums 
have learnt and developed from each other.  The relationship 
is still successful and ongoing although no longer funded. 

“I just wanted to say a big thanks for your 
time and hospitality yesterday. I really 
found it useful. It was a good way for us to 
actually step back and focus on the forum. 
It was also great to hear that actually we 
are heading in the right direction and are 
not as far behind as we thought. ”

(Chair of forum receiving support)

They have reported the experience has been very useful 
and particularly helpful to work with another forum outside 
of their regions.  The supporting forum are very keen to 
see the continued development of peer to peer support to 
enable self sustainability for parent participation.

In another area, the match worked well, and the arrangement 
is likely to extend to the full 6 months allowed. The area 
receiving support had received some support from an 
Associate, and following this were offered Forum to Forum 
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support to continue to support their development. The 
supporting forum have been very proactive in their support 
and initiated a face to face meeting which generated some 
short term actions which they have then followed up and 
encouraged via e-mail and telephone. It is expected that 
the supporting forum will also be offering some participation  
training and support with the activities of the forum 
receiving support.  
 

“It is great to hear how things have moved 
on so positively since we met - WELL DONE! 
It’s fantastic you have managed to arrange a 
meeting with the LA and that the door is  
being opened to you, I hope it goes well” 

(Vice –Chair – supporting forum)

Another forum wanted the support to help with their IT 
systems and social media plans and were matched with a 
forum that had some expertise in this area.  Initial e-mail 
exchange led to face to face visit where they got to see 
how facebook and twitter were being used.  This helped 
the forum receiving support to know where to start and 
having set up a facebook group with 80 members they are 
now getting 2- 4 new members per week.  E-mail support 
continued and the forum have now decided to develop a 
communication role within their forum.

Both Forums reported it as a valuable experience with 
tangible benefits and both would do it again.  

“We were really disillusioned but now we 
feel really positive ... we would definitely 
do it again”  
(Parent Participation Facilitator – Forum 

receiving support)

“It has been wonderful to see their journey”   
(Participation Co-ordinator – Forum  

offering suppor) )

In another area, contact was made by phone and e-mail and 
offers of dates for a visit to the forum requesting support were 
made but not able to be agreed, so the support remained 
remote via telephone and email.  However, all agreed this 
was still useful.

In another area, a Forum 2 Forum match was made following 
a period of associate support, which has proved to be 
extremely productive to both forums.  Both forums have 
felt that this is a mutually beneficial arrangement, which is 
extremely useful to them.

In Summary
As the successful arrangements above demonstrate there 
are clearly some excellent reciprocal relationships being 
built and a little support from those who really understand 
the challenges facing forums has really helped some to 
move forward, grow and become more independent.

However, it is not without its challenges.  Although some 
Forums have been able to offer support to others, some 
have specifically come back and said that they do not have 
the capacity to take on this extra role.  Because of this it 
has not always been possible to find suitable matches for 
Forums requesting help.  

There is also the matter of distance and working cross 
regionally.  It was hoped when we started the initiative that 
it would be a useful way of encouraging Forums to work 
with groups outside their Region to give them an insight 
into the different dynamics in different parts of the Country. 
In some cases this has been possible and in one area they 
felt it had been a very positive part of the process, however 
due to locations it has been necessary to match forums 
within their own Region on a number of occasions.

As demonstrated by the statistics, more Forums have been 
offered support and declined it than have actually entered 
into arrangements and in the case of a couple who were 
offered the support they have then gone on to develop 
more significant issues which might have been picked up 
or prevented if the offer had been accepted.  

As there is a quality assurance process linked to identifying 
forums who offer support, and a referral process for forums 
requesting support (which is supported through the advisors)  
there are also concerns that this element is overly beaurocratic, 
and time consuming.
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•	 Re building forums where they have faced particular 
challenges, and felt the need to dissolve the existing 
group, or membership of steering groups has become 
critical.

•	 Support to develop a particular area of work where 
there may be a challenge to a forums credibility.

Feedback in relation to associate involvement includes

“The associate did her best to make me 
recognise my own strengths. At the time 
when she became involved I was the only 
person active in the forum and felt I knew 
very little. It was very daunting. She gave 
me the confidence of my convictions, as 
well as providing support material and 
someone to discuss things with.”  

“The associate has been very supportive in 
getting our forum up and running. Parents\
carers feel very comfortable with her and 
this has helped to create a relaxed, positive 
and productive atmosphere within which 
the forum can function

She also gave a presentation to various reps 
from the Council which helped them to 
better understand why Parent participation 
is an essential part of service delivery. This 
has meant that the forum is seen in a very 
positive light by our partners.

Thank you to CAF for providing us with this 
help – it has been invaluable to the group.”   

“The associate’s allocated time with us 
was coming to an end when I started 
in my role as Coordinator; therefore my 
comments are based upon only a couple 
of meetings with her.
 
She has been a great asset and I know 
the parents and staff in our area have 
been very grateful for her input during a 
time when we as group nearly folded.”
 

Recommendations
Forum2 Forum peer support definitely has a place in 
the suite of support available to parent carer forums but 
it would not be possible to rely on this as a regular and 
immediate solution as it will always be dependent on the 
many variables that govern the capacity of parent carer  
forums.  It is also not suited to supporting matters of internal 
conflict, relationship breakdown or financial difficulties due 
to the expertise required in these matters.

Over the last twelve months, there has been a growth 
in informal peer support via the regional networks, and 
facebook pages.  

Targeted Associate Support 
There have been a small number of areas where the 
pressures have led to severe challenges, and forums are 
having to re-establish themselves, and grow again. Forums 
face all of the challenges that any user group organisations 
do. Parent carers of disabled children are not a homogenous 
group, and active forum members are often individuals 
who by the very nature of their caring responsibilities 
continue to face challenges and pressures, yet are still 
willing to commit their time and energy.  Dynamics and 
tensions can cause challenges, and our work as a delivery 
partner this year has enabled us to offer targeted support 
to those areas that require it.

Forums that are considered to have a specific need have 
been able to access support through the Associate offer.  
We have recruited 30 associates, with a range of different 
and specialist skill set, of which 50% are parent carers of 
disabled children, many of whom have been instrumental 
in setting up or being part of their local forums.

In order to access associate support, Advisors will have 
spoken in detail with the forum and relevant parent carers, 
and where necessary other stakeholders to help clarify the 
situation, and complete a referral.  The presenting difficulties 
are then matched to the associate with the most relevant  
skill set to support the forum, and associates are initially 
allocated 4 days to work with forums.  This can be reviewed 
depending on the particular circumstances surrounding the 
area of work.

If forums find the involvement of the associate particularly 
helpful and wish to retain some short term involvement, 
but this is not considered essential for their development, 
they are able to commission the associate to work some 
additional days with them.
To date, 57 forum areas have received associate support. 
Issues that have led to this include
•	 Governance difficulties
•	 Financial management of the grant
•	 Challenges in working with Local Authorities / Health 

Partners
•	 Internal conflict within the forum
•	 Turnover of key officers leading to instability in the forum
•	 Difficulties in working with supporting organisations 

that may hold the grant
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“We found this associate support a very 
useful tool in aiding our participation.”

“Involving the associate was productive, 
useful and helped calm the nerves of the 
Council.”

“The associate was and is fantastic!!!

She not only listened to each person but 
she was able to see past the issues and 
explore what and how to overcome them.

She has supported us even more than 
she originally thought she was coming to 
do as our administrator took ill just as we 
were moving forward and she was leaving. 

However she gave sound advice on how 
to continue without our administrator and 
helped completing the grant form reassuring 
us that we were on the right tract all  
the time.

Without her, we would not have found our 
‘voice’ and would not be seen as partners 
with the LA in discussions and decisions 
about our children and young people.

Her support has been invaluable.”

Grant Update – 2012/13 grants  
The Department for Education committed to continuing to 
fund parent carer forums until 2015, and this is done currently 
through forums being able to access a grant of up to £10,000 
to support the development of parent carer participation in 
local areas, and the strengthen their local forum.

The grant is made in two payments of £5,000, although one 
application for the full £10,000 is considered for approval. 
The approval process is robust, and any applications that 
do not full meet the conditions of grant are not able to be 
processed until amended.  Once approved within Contact a 
Family, applications are sent to the Department for Education 
who make the payment directly to forums.

151 Local Areas in England are eligible to apply for a grant.  
One grant is made per local area, and forums must 

demonstrate how their application will meet the conditions 
of grant, and build on the work previously undertaken in the 
local area to develop and embed parent carer participation.

In 2012/13
148 Local Parent Carer Forums successfully applied for 
the grant

2 areas did not apply 
•	 1 area chose not to apply due to the administrative 

burden of the application and monitoring process, but 
receive funding from other sources which support their 
parent carer forum and participation in their local area.

•	 1 area delayed submitting their application, and their 
forum then disbanded. Support is being offered to enable 
a new structure to be configured within the local area.

•	 1 areas application was not approved without additional 
conditions to the grant, which were not accepted by 
the existing forum. 

Pathfinder Support  
In addition to the main contract, some of last years 
underspend was allocated to offer additional support to 
pathfinder areas.  We have subsequently offered additional 
support (up to 2 associate days) to all of the pathfinder 
forum areas, and so far 17 areas have taken this up.

A report jointly commissioned by the NNPCF and Contact 
a Family in relation to the experiences of Parent Carer 
Forums in pathfinder areas was completed in December 
2012, and used as the basis for a meeting hosted by the 
Department for Education and Mott McDonald to develop 
the learning and themes from forums in pathfinder areas, 
with a view to ensuring this information can be disseminated 
to all local forums.

Learning & Development 
52 learning and development sessions have been planned, 
and rolled out since May 2012 addressing issues that forums 
told us in the baseline monitoring were most important to 
them (See Appendix 3) including
•	 Governance issues for forums
•	 Managing difficult situations
•	 Working with Local Authorities and Health Partners
•	 The Law – what parent carer forums need to know
•	 Region specific learning based on regisonally identified 

priority.

These five sessions have been / are being delivered 
across every region.

To date:
624 forum contacts across 151 Forums have been invited 
to Learning & Development Sessions

A total of 49 training session took place through 2012, with  
a further three (one Law Session in Leicester, Running a 
Forum, practicalities & Legalities in the South East and 
Managing Difficult Situation in London) to take place in 
2013 as a result of postponements due to inclement 
weather totaling 52 sessions.   
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A total of 114 forums were represented at the training, with 
a further 14 who signed up representatives who were then 
unable to attend due to extenuating circumstances. 23 
forums did not show an interest in the training.

A total of 434 forum members attended the training.

Feedback 
Feedback from the training included

76%	  

21%	  

3%	  

Quality	  of	  training	  and	  methods	  used	  

	  
Excellent	  

 Good	  	  

	  
Sa4sfactory	  

 Poor	  

Quality of training and methods used

72%	  

28%	  

S"mula"on	  of	  new	  ideas	  

	  
Excellent	  

 Good	  	  

	  
Sa2sfactory	  

 Poor	  

Stimulation of new ideas

72%	  

27%	  

1%	  

Improvement	  in	  Skills/knowledge	  

	  
Excellent	  

 Good	  	  

	  
Sa2sfactory	  

 Poor	  

Improvement in Skills/knowledge

80%	  

20%	  

Overall	  I	  would	  rate	  this	  course	  as:	  

	  
Excellent	  

 Good	  	  

	  
Sa2sfactory	  

 Poor	  

Overall I would rate this course as:

69%	  

30%	  

1%	  

Achievement	  of	  stated	  objec2ves	  

	  
Excellent	  

 Good	  	  

	  
Sa4sfactory	  

 Poor	  

Achievement of stated objectives

73%	  

24%	  

3%	  

Value	  of	  training	  in	  rela.on	  to	  your	  forum	  

	  
Excellent	  

 Good	  	  

	  
Sa3sfactory	  

 Poor	  

Value of training in relation to your forum

Responsiveness to participants

83%	  

17%	  

Responsiveness	  to	  par-cipants	  

	  
Excellent	  

 Good	  	  

	  
Sa3sfactory	  

 Poor	  

83%	  

17%	  

Responsiveness	  to	  par-cipants	  

	  
Excellent	  

 Good	  	  

	  
Sa3sfactory	  

 Poor	  

69%	  

30%	  

1%	  

Achievement	  of	  stated	  objec2ves	  

	  
Excellent	  

 Good	  	  

	  
Sa4sfactory	  

 Poor	  

73%	  

24%	  

3%	  

Value	  of	  training	  in	  rela.on	  to	  your	  forum	  

	  
Excellent	  

 Good	  	  

	  
Sa3sfactory	  

 Poor	  

76%	  

21%	  

3%	  

Quality	  of	  training	  and	  methods	  used	  

	  
Excellent	  

 Good	  	  

	  
Sa4sfactory	  

 Poor	  
80%	  

20%	  

Overall	  I	  would	  rate	  this	  course	  as:	  

	  
Excellent	  

 Good	  	  

	  
Sa2sfactory	  

 Poor	  

72%	  

27%	  

1%	  

Improvement	  in	  Skills/knowledge	  

	  
Excellent	  

 Good	  	  

	  
Sa2sfactory	  

 Poor	  

72%	  

28%	  

S"mula"on	  of	  new	  ideas	  

	  
Excellent	  

 Good	  	  

	  
Sa2sfactory	  

 Poor	  



Strengthening Parent Carer Participation    25

Other feedback includes

“Considerable “food for thought. Clarified 
number of current concerns and issues.”

“I have a clearer understanding of the 
role of a forum and what is happening 
throughout the country.

It has given me a focus on getting the forum 
running (hopefully) in the right direction.”

“I feel re-energised and have a lot of top  
tips to take back and some key action 
points.”

“Provide a clearer vision of what the forum 
is there to achieve.  Give the forum more 
independent credibility. Ensure that the aims 
of the forum are met without any conflict of 
interest with the overseeing charity.”

“It will help to formalise the aims of the 
group which in turn will lead to consistency 
and continuation.

Hopefully will also help with getting parents 

on board as well as showing LA that we 
are serious.”

“I feel re-energised and have a lot of top 
tips to take back and some key action 
points.”

“Huge impact - will introduce 5 action 
points at Parent Carer Council meeting on 
Monday.  Parents will volunteer to carry 
out roles and responsibilities. We can’t wait!”

“Empowered me with more knowledge.  
Took away load of facts that I did not 
know and will implement.”

“A must for every forum member.”

“This course has provided focus for me 
and given me some extra direction.”

“Excellent.”

“Brilliant.”

“Best training I’ve been on.”
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What impact will this training have on your 
work in your forum?
Will help in the initial preparation for the forum, help 
prevent mistakes and mishaps

Now know what is needed and will be able to organize 
what is needed especially paperwork.

More professional, maybe get the LA to value use, and 
pay us more, more confident.

We have got to the point where we need to re-visit and 
structure so this was invaluable.

Think about back to basics.  How effective it is to have a 
strong foundation. Made me really think,

It was very interesting to attend a course of forums that 
are in the same place in terms of development

As we are right at the beginning of the setting up of the 
forum, this training helps to get us started on the right foot

I learned a lot and can take away good practice

To be able to help us renew our parent group in Derby City

Impetus to look at ground rules etc.

More involvement, ground rules for new members

Feel more informed to share new ideas with the steering 
group around working in ‘Partnership’ Feel more confident 
to overcome challenges in ‘Partnerships’

Very useful, both for my forum work and personally

I will be able to function better in meetings and we will 
be able to help parents to resolve conflict too.

I think we will definitely look in to setting up a face book 
page now that I am aware of the pros and cons. If we 
use it correctly face book can be a really effective tool 
and needn’t be too time-consuming to keep update/
moderated

Lots!

As the forum coordinator it will help me support parents 
in my area better. Data protection stuff was really helpful.

Extensive impact  - info is empowering

My rights as a parent - legal implications, more awareness 
of all the acts, education, Children’s Act and Equality Act.

Legal awareness will help us to challenge decisions

Empowering me with more knowledge. Took away loads 
of facts that I did not know and will implement.

Has clarified issues such as whether necessary to go for  
charitable status and has made available some useful 
standard documents which will save us hassle of 
developing our own. For example rep code of conduct/
feedback form

Great ideas to write and review policies, knowing what is 
legally binding and what is not.  Not following people’s 
agenda but the Aim/Vision of our forum.  And  
understanding what being a charity involves and not to 
burden ourselves with these and other admin.

It will be really useful in looking at the future of the 
forum.  At the moment it is in the process of applying 
for its charitable status. This training has demonstrated 
to me this may not be the best option.  I can take this 
back to the forum.

It has empowered me with more information to share 
with the other parents on the forum

More knowledge = More power!

I feel better informed. I am taking copies of all the hand-
outs for my forum.

This has helped me personally to understand the legalities 
around the areas that we as parents face. I will take this 
knowledge back to the forum to pass on and continue 
our partnership and campaigning within Middleborough to 
ensure families have the right information to assist them.

To enable me to refer quickly and efficiently to key 
resources to apply legal process to difficulties  
experienced within issues around Children’s needs and 
services

The knowledge that I take back today will help the fami-
lies I work with, with legal issues.

Update/ability to share with parents

I am now more informed and able to signpost better

Makes me think what needs to be moved forward

Gives me a more valuable knowledge in my role as parent 
participation worker

Very good and motivating and encouraging

Completely changed my perception of the role, much 
more understanding of it and what roles are

I will be able to function better in meeting and we will 
be able to help parents to resolve conflict too.

Helpful - a lot!
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Any further comments about the training?
Excellent to attend at beginning of forum journey. Will 
hopefully help to minimize mistakes when setting up 
forum. More Please

Very useful and would recommend anyone being in-
volved should attend.

It felt like the right length, I was very impressed by the 
trainer; it was pitched at exactly the right level.  Completely 
fantastic, it has given me so much to think about and I 
feel so much more confident now!

Fabulous training thank you! Also small group allowed 
for focus on issues that really mattered for each of us!

Enjoyable and good to engage with the other forums

It was good to take time to reflect on what pinpoint 
is doing, what else we need to do and how much we 
have already achieved

It was great and very clear

Very helpful and will help us to work with partners

Helpful and informative

Liked the venue and the smallness of the group, as 
always Katie inspired us all so full of enthusiasm

Sarah was great, very enthusiastic and informative, I 
would recommend it.

A really interesting course provided lots of thoughtful  
discussion.  Basic step by step information for us novices.  
Really easy to understand.  Helen and Graham were 
really friendly trainers.

Fantastic, brilliant!

Steve was a great trainer, engaged with the people 
attending and made a complicated topic easy to  
understand. Good handouts and online resources shared

Lots to take in, wish I’d had it years ago!

A very good session, a lot to take in! Maybe some 
workshops or studying of some cases may be helpful.

Excellent, relative and informative

Steve was very professional, focused but flexible

One of the strengths was that it was delivered by parents 
who know what it’s like at the sharp end and could draw 
on practical experience of running a forum
Excellently delivered training.  Recommended that 
groups have to attend this training course to start a 
forum so that start on the right page

Really informative and enjoyable day.

Well presented and friendly tutor. Very supportive, well 
presented and clearly explained, work worth attend-
ing to learn more knowledge for more power.  Would 
definitely recommend.

I wish this training could go locally to each for the indi-
vidual parent carer forums/groups

Really enjoyable and helped understanding

The training was delivered at a level and pace that aided 
a full and in-depth understanding.  The presenter was 
knowledgeable and delivered a complex subject with 
clarity, in language easy to grasp and understand.

I have just started the NPPN legal training for SEN; this 
has really been relevant for my understanding. Excellent 
on a personal basis and professional, I would recommend 
it! I am glad I can Thank you for this.

Huge amount of information given but presenter main-
tained interest without appearing to rush/hurry.  
Delivery very measured, clear and responsive to audience. 
Presenter spoke to PowerPoint but did not read it out. 
Thank you.  Good that not a ‘touchy/feely/group work’ 
course as important that volume of information is 
delivered not ‘found out’ Thank you.

The course was excellent and provided relevant and 
specific information in an easy to understand way

Really useful and loved meeting other forums and the 
dancing video

Thought provoking 

Excellent, invaluable, especially as we are just starting 
up! I could have had Anna/Karen to myself all day! So 
much information - so little time!

Sarah made sure that everyone joined in and had their say
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Delivery of e-learning. 
8 of these sessions have had short e-learning sessions  
videoed which have been videod, and are either in editing or 
have been placed on the website to offer a short e-learning  
opportunity for forum members who were not able to attend. 
We will also be recording in full the Law Session in February 
and the whole session will be available on line.

Feedback has also suggested the use of webinars and web 
based learning, which we are currently exploring.

Challenges
The overwhelming feedback from attendees demonstrates 
the effectiveness and benefits of these sessions. However, 
it is of concern that overall there was low attendance at 
some of the courses, often due to very legitimate reasons, 
eg illness of children, pressures on the forum

Although we have delivered these across the regions, the 
vast geographical nature of some reasons also precludes 
some parent carers from accessing these sessions. Again, 
feedback suggests that one of the great benefits of the 
sessions are that forums get to talk with other forums, and 
share practice and experience, so delivering things on a 
more individual forum basis would lose this benefit.

We are keen to explore alternate options to learning, e.g. 
web based and webinars, with a view to offering some 
opportunities through these mediums which may make 
them more easily accessible.

National Link Group 
The National Link Group has met twice and was planned 
to meet this term, as per the project plan. The group is 
co-chaired by the Director for Engagement from Contact a 
Family and a representative from the National Network of 
Parent Carer Forums.

The two meetings have been particularly helpful, and have 
assisted in joining a wide range of partners from the voluntary 
and community sector together to ensure partners are kept 
abreast and updated about the participation agenda, and to 
consider how organisations can best work together.  A term 
of reference has been completed for the group.

Already as an outcome from the group, Mencap have offered 
two specific opportunities for forums to work more closely 
with their organisation, and are keen to develop participation 
among their own parent carer groups.
Members of the group include:
•	 National Parent Partnership Network
•	 Mencap
•	 Council for Disabled Children
•	 Mott McDonald
•	 Early Support Consortium
•	 Together for Short Lives
•	 McIntyre
•	 The Dyslexia SpLD Trust
•	 Include Me Too
•	 Achievement for All

•	 National Autistic Society
•	 The Communication Trust
•	 Scope
•	 Sense
•	 Action for Children
•	 KIDS
•	 Preparing for Adulthood
•	 The National Deaf Children’s Society

The agreed plans are to meet termly to continue to promote 
the agenda.

Regional Network Meetings 
Regional Network Meetings continue termly, and remain 
“owned” by the local parent carer forums, and are supported 
where necessary by Contact a Family. CaF Advisors are 
invited to attend these, and this becomes an opportunity 
for forums to meet and share issues and concerns.

Each region has a representative from the NNPCF who 
attends to feedback, and ensure the views of the region 
are fed back to the Steering Group, and strategic partners.

Each regional network has a different “shape”.  Some are 
formalised constituted groups with their own bank accounts, 
and officer roles.  Others are more informal, and continue 
to require some specific support from Contact a Family.  
We remain committed to providing as much, or as little 
support as is required for each region to ensure that they 
continue to meet as often as they can.

Working With Partners 
We have continued to work with delivery, and other 
partners, in a variety of ways to ensure that we offer the 
most consistent and useful support possible to parent carer 
forums, and local authorities.  To date this includes:

Regional events
Working with all of the delivery partners, and the Department 
for Education, regional events have been held across the 
country for parent carer forums, Local Authority and Health 
colleagues.  These have now completed, with nine regional 
events delivered, and were, on the whole very successful.  
Impact has the evaluation and feedback forms and will be 
collating these. 

NPPN / CaF training
Working with National Parent Partnership Network, a range 
of training called “Together is Better” has been rolled out 
since January offered to representatives from Parent Carer 
Forums and Parent Partnership Services to promote best 
practice when working together.

Pathfinder Forum Event
Working with the NPPCF, the Department for Education 
and Mott McDonald, a Pathfinder Forum event was held 
on March 8th to share learning across the pathfinder areas, 
and to consider key issues which will be pertinent to all 
parent carer forums as the SEND reforms roll out.



Strengthening Parent Carer Participation    29

Programme Board
The Programme Board continues to meet termly, and is 
made up of Contact a Family, Impact and the National Network 
of Parent Carer Forums, with invited representatives from 
the Department for Education. This Board consider progress, 
and aims to resolve barriers and challenges across the 
programme.

Mencap
As a result of the National Link Group, Mencap have worked 
with CaF and the NNPCF to offer a specific consultation  
opportunity which forums could be commissioned to deliver

Include Me Too
Contact a Family and the NNPCF have met regularly with 
Include Me Too to consider some of the issues pertaining 
to the involvement and participation of Black and Minority 
Ethnic Parent Carers.

Communications and Best Practice Bulletin
Regular communication from Contact a Family, the NNPCF, 
and joint bulletins are sent to Forums as and when there is 
information or pertinent information to share.  

Three best practice bulletins, sharing practice from forums 
across England has also been forwarded to forums.

National Network of Parent Carer Forums
The support and the development of the National Network 
of Parent Carer Forums remains a key element of the  
delivery of all of the above activity.  The Network is producing 
a report outlining its activity over the last year, and this will 
provide detailed information about the activity and involvement 
of the National Network of Parent Carer Forums, and the 
work of the Steering Group,

Contact a Family supports, but does not manage or oversee, 
the activity of the NNPCF.  They are a self governing group, 
who are working towards becoming an independent  
group.  Contact a Family offer practical support in assisting  
with managing the budget of the NNPCF, and offering 
support from the Director of Operations, and some basic 
administration support.

By the nature of activity, the NNPCF and Contact a Family 
work closely together, producing joint bulletins, working 
together in developing and supporting events, ensuring 
that our roles are separate, but complimentary and support, 
embed and strengthen parent carer participation.

National Event & Regional Events
A national Parent Carer Participaiton Event was held on 
28th March 2012, which all parent carer forums were 
invited to attend

61parent Carers attended.  A key element was ensuring 
the dissemination of  information and consultation on the 
Health Outcomes Forum.  It also included Updates from 
SEND Delivery Partners.  A brief video of the event was 
produced, and has been available online, along with the 
presentations offered at the event.

Of those that attended
•	 87% said the event was excellent or good
•	 84% said the topic and information was excellent or 

good

Conclusion
The last 18 months have been challenging for parent carer 
forums in England, and the level of intensive associate 
involvement that some forums have required demonstrates 
challenges that forums have faced.  Significant changes in 
stakeholder groups, efficiencies and some cuts in service 
have placed greater challenges on some parent carers, and 
had an impact on involvement in forums.  

However, what has also been demonstrated are the great 
achievements that many forums have attained, and the 
improved outcomes as a result of this.  Parent Carer 
Participation is becoming more embedded, and where 
forums have strong and robust governance structures to 
assist them in times of challenge, they are able to ensure 
that participation does not become dependent upon 
individuals, but rather on the group.

The National Network of Parent Carer Forums has also been 
able to ensure that the voice of parent carers is becoming 
embedded in national developments and achievements.  

What is clear is that the participation of parent carers is 
more vital than ever because of the significant changes and 
proposed transformation of services and legislation that 
underpin the support for children with Special Educational 
Needs and Disabilities.  

The strong outcomes evidenced across England continue 
to demonstrate the efficacy, and benefits of parent carer 
participation, and provides the data to show the improvement 
to services that achieved when there is effective parent 
carer participation or co-production.

The immense commitment and support shown by many 
parent carers across England who are active members of 
their forums, or involved in feeding in their views, is having 
amsignificant impact.  These outstanding efforts are making 
a real difference, supporting service providers to ensure 
that their provision for disabled children and families are 
the best they can be, which ultimately promotes the the 
wellbeing and life opportunities of disabled children and 
young people.

And finally – thank you to all of the parent 
carers who have, and continue to contribute 
so much time and effort to making this 
work - locally, regionally and nationally. 
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About the National  
Network of Parent Carer 
Forums

•	 Promoting Parent Carer  
Participation

•	 Ensuring the voices of parent 
carers are heard nationally  
with Departmental and Strategic 
Partners across Education, 
Health and Social Care

•	 Empowering and supporting 
parent carer participation  
developments across England

•	 Working with Regional Parent 
Carer Forum Networks across 
England

•	 Producing information and  
updates for Parent Carer Forums

•	 Producing responses to national 
consultations based upon the 
views of the membership. 

Getting in contact with us

Email: info@nnpcf.org.uk
Tel: 07738896474
www.nnpcf.org.uk

Follow us on Facebook
www.facebook.com/NNPCF

Follow us on Twitter
www.twitter.com/NNPCF

Watch our videos on YouTube
www.youtube.com/cafamily
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