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Study aim
Over the years ENABLE Scotland has
become increasingly aware of the gap
in services to meet the challenges faced
by parents at the early stages of a child’s
diagnosis of a learning disability. The aim
of this study was to explore the extent and
nature of challenges faced by the parents of
children with diagnosed and undiagnosed
learning disabilities and access to support
after initial concerns about a child’s
development are raised.
Research methods
The research utilised qualitative research
methods and employed an online survey,
interviews and group discussions. Views from
three target groups were sought: parents or
primary carers of children who have learning
disabilities; professionals identified by the
parents as making a positive change in their
journey around the period of diagnosis; and the
young people who have a learning disability.
Key findings
The study shows that while in majority of the
cases (60%) parents raise initial concerns
about the child’s development, in the
remainder of cases (40%), they are made
aware of a child’s developmental issues by
others. The route to diagnosis is tortuous with
multiple referrals, and parents are provided
with little or no targeted information and
advice on benefits or social work support.
Most parents seek an early diagnosis as
it enables them to look for information on
the condition. Diagnosis is also seen as a
gateway to support and services.
The time taken for a diagnosis varies with the
condition: for ASD the mean period was found
to be 36 months and for global developmental
delay (GDD) 25 months.

GDD diagnosis can mislead parents into
believing that the child will eventually ‘catch
up’. Parents with children identified with
GDD are far more likely to find the route to
diagnosis unclear in comparison to those
diagnosed with other known conditions.
In a majority of cases the information
provided to parents was seen to be generic
and not tailored to the needs of the specific
child and family.
Application for benefits requires specification
of ‘what the child cannot do’, which is found
to be traumatic by the parents. Most parents
were strongly critical of the social work
assessment process, but parents who have
a social worker allocated to them were very
appreciative of their help and support.
The education sector is most involved and
most supportive in taking care of the child in
the period around diagnosis. The involvement
of the voluntary sector in supporting parents
is very limited.
Diagnosis was seen by the professional
service providers as an important factor in
facilitating access to support and services.
According to the professionals, parents
can take a long time to accept a diagnosis.
Professionals often find it difficult to balance
the need for an honest appraisal, with
the requirement of being sensitive when
discussing the child’s situation with the
parents. Managing expectations of many
parents can be challenging for staff in
schools. It can be challenging for parents
who are required to balance ‘what the child
can do’, as is the approach of the education
system, against the need for identifying
‘what the child cannot do’, to access welfare
benefits and social work support.
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Multi-agency and joint working between
professionals and parents is generally
perceived to have a positive impact on the
child and the family.
Interviews with young people who have a
learning disability indicate that while they did
not immediately understand the meaning of
their diagnosis, they did recognise if it had
made a difference in how they were treated by
others. Diagnosis also helped them understand
themselves better. The role of teachers within
the specialist unit providing additional support
needs in the school were identified as most
important by young people specifically
around transitions (e.g. from primary school
to secondary school) where the young people
need much support to gain confidence and
support for independent living. Young
people interviewed had a very positive
outlook for the future.
Recommendations: 10 point plan
The findings of this research make strong
policy and practice recommendations to
support implementation of the Children and
Young People (Scotland) Act 2014.
1)

2)

3)

The Scottish Government should
commission a practice guidance document
for commissioners and practitioners on
implementation of the Children and Young
People (Scotland) Act 2014 for disabled
children and young people.
Training and clear referral pathways for
learning disability/cognitive delays/global
developmental delay diagnosis should be
available in every local authority area.
Lead professionals with expertise in
additional support for learning and disability
in each local authority area should be
identified to support the named person role
where a child is presenting with a learning
disability, or where there is a concern
around development.

4)

Named Person professionals should have
relevant training and knowledge to enable
them to support and signpost family carers
to access information and advice around
parenting a child who has a learning
disability and the social work, education
and welfare systems to maximise access
to rights and support.

5)

Under the new duty to develop Children’s
Services Plans, the relevant planning
authorities should consider family support
services as a key part of the Children’s
Services provision for disabled children.

6)

A toolkit for named persons should be
developed and issued to ensure that named
persons are equipped to ask families the
right questions at the right time to inform
support strategies.

7)

The public bodies should consider the role
of the local and national voluntary sector
as an important source of information,
advice and support for families, and actively
support referrals.

8)

Sources of information and advice should
be developed for families who are in the
process of accessing a diagnosis of a
learning disability.

9)

The Scottish Government should develop
and issue practice guidance for education
authorities on delivering inclusive
education to support the implementation
of Section 15 in the Standards in Scotland’s
Schools Act 2000.

10)

Research should be commissioned to
assess the long term impact of the
Children and Young People (Scotland)
Act 2014 on outcomes for disabled
children; and the impact of a lack of formal
diagnosis of a learning disability for young
people transitioning into adult life and
service eligibility.
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About the study
The study was funded by the Third Sector
Early Interventions Fund managed by the
Big Lottery. The research was conducted by
Dr Vibha Pankaj (ENABLE Scotland) from
September 2013 to July 2015.

The study was conducted through a survey
for parents of children (up to 16 years of
age) with or without a formal diagnosis of a
learning disability (including ASD). Face to
face interviews were conducted with parents,
professionals and young people.

The full report of this research is available at www.enable.org.uk/families
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