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Supporting people with learning disabilities to
manage their diabetes with insulin

Cathy | Beresford

People with learning disabilities are more likely to have type 1 or type 2 diabetes,
and to experience inequalities accessing healthcare and diabetes education. For
everyone with type 1 diabetes, and some people with type 2 diabetes, insulin is an
important part of managing their condition. Insulin use requires education, support
and skills for safe and effective management. Reasonable adjustments to care are
required to ensure that people with learning disabilities are appropriately supported
to manage their diabetes with insulin, and have the opportunity to be as autonomous
as possible. There are constraints to practical support with insulin administration for
people with learning disabilities, which insulin delegation projects go some way to
address. This article considers how diabetes management with insulin in people with
learning disabilities can be facilitated, and explores areas for further research.

sing insulin to manage diabetes can be

challenging. It requires blood glucose

monitoring, the use of insulin pens or a
pump, dose titration, responses to hypoglycaemia
or hyperglycaemia, and consideration of diet and
physical activity. People with learning disabilities
(LD) may require additional support to manage
their diabetes with insulin and, in accordance with
the Eguality Act (2010), reasonable adjustments
to their care. Nurses working in primary care
and specialist services have an important role in
supporting people to learn the skills required for

optimal diabetes management.

Health inequalities faced by people with
learning disabilities

The World Health Organization (2022) defines
learning disability as: “...a significantly reduced
ability to understand new or complex information
and to learn and apply new skills (impaired
intelligence). This results in a reduced ability to

cope independently (impaired social functioning),
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and begins before adulthood, with a lasting effect
on development.” Multiple long-term conditions are
more prevalent in people with learning disabilities
(Hanlon et al, 2018), which raises questions about
how to make reasonable adjustments and provide
appropriate support.
One of the
disproportionately affecting people with LD is

main long-term  conditions
diabetes. In a systematic review, the average diabetes
prevalence in people with LD was 8.3% (Macrae et
al, 2015). According to data, 0.8% of people with
LD in England have a diagnosis of type 1 diabetes,
compared with 0.4% of the general population.
For type 2 diabetes, 6.8% of people with LD have
type 2 diabetes, compared with 4.8% of the general
population of England (NHS Digital, 2019). People
with LD experience poorer health outcomes than
those without LD (Cooper et al, 2018; LeDeR,
2021) and are at increased risk of developing
diabetes complications due to barriers accessing
healthcare (Macrae et al, 2015; Hanlon et al, 2018).
The NHS Long Term Plan includes in its goals
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Article points

1. Managing diabetes with insulin
is complex, and people with
learning disabilities (LD) may
require additional support.

2. This support needs to balance
the facilitation of self-care,
and access to services,
with the avoidance of care
that is paternalistic.

. Healthcare professionals

must make reasonable
adjustments to care for
people with LD by working
in a collaborative, flexible
and person-centred way.

4. Future research into how
people with LD manage their
diabetes with insulin should
include those who cannot
participate in conventional
verbal interviews.

Key words

- Insulin

- Learning disabilities

- Reasonable adjustments
- Self-management

- Support

Author

Cathy J. Beresford, Senior
Diabetes Specialist Nurse,
Diabetes Centre, King Edward VI
Hospital, Berkshire Healthcare
NHS Foundation Trust, Windsor.



Supporting people with learning disabilities to manage their diabetes with insulin

“Under the Equality
Act 2010, people with
learning disabilities
have a legal right to
reasonable adjustments
when accessing
healthcare.”

improving understanding of the needs of people
with disabilities and reducing health inequalities
(NHS, 2019).

While there is growing awareness of these issues,
some aspects of diabetes management require
further attention. These include the use of insulin
to manage both type 1 and type 2 diabetes. People
with diabetes need support, knowledge and skills to
use insulin effectively and safely, but those with LD
face inequitable access to healthcare and diabetes
education (Brown et al, 2017; Smith and Phillips,
2018). Constrained services compromise insulin
administration leading to people with LD not
receiving their insulin as often as required, missing
their glycaemic targets and developing diabetes
complications (Brown et al, 2017). Therefore,
it is important to outline the current guidance
to increase confidence in the diabetes clinical
community and highlight the need for further

improvements.

Optimising insulin therapy in people
with learning disabilities

The principle of person-centred care should be at
the forefront when managing insulin therapy in
people with LD. Another core principle in diabetes
treatment, supported self-management, should be
considered within the context of their abilities and
their environment. Reasonable adjustments, adapted
structured diabetes education and collaboration are

key resources in achieving a workable solution.

Person-centred support

The literature reflects the immense importance
of person-centred support for people with LD in
managing their diabetes (Maine et al, 2017; Holden
and Lee, 2021). This can be extended to facilitation
of diabetes management with insulin through
encouraging the person and enabling them to learn
in an accessible way to check their glucose level and
administer injections (Whitehead et al, 2016).

At times the need for support to manage diabetes
with insulin may be frustrating. Interviews with
people with LD about their diabetes have described
their mixed feeling about needing help from other
people (Dysch et al, 2012). A balance is needed
between supporting the person appropriately and
facilitating their autonomy (Whitehead et al, 2016).

A quandary exists between encouraging self-care and

access to services for people with LD, while avoiding

care that is paternalistic (Hanlon et al, 2018).

Reasonable adjustments

Under the Eguality Act (2010), people with LD
have a legal right to reasonable adjustments when
accessing healthcare. These include flexibility with
appointments, being able to have a supporter at their
consultation, access to Easy Read information and
person-centred care planning.

The NHS RightCare Pathway for diabetes
emphasised the importance of making reasonable
adjustments for people with LD to enable equitable
access to optimal diabetes care (NHS RightCare,
2017). The benefits include a reduction in diabetes
complications and in hospital admissions, and
fewer visits to the GP and missed appointments
(NHS, 2017). Systems that do not allow for
reasonable adjustments reduce optimal diabetes
care in people with LD (Holden and Lee, 2021).
Reasonable adjustments are particularly important
when supporting people to use insulin because
of the safety issues; insulin is one of the top high-
alert medicines internationally (Cousins et al, 2011).
Box 1 illustrates reasonable adjustments that can
facilitate diabetes management with insulin for
people with LD. It was adapted by the author from
the NHS RightCare Pathway following a focus group
in 2019 of people who have LD (and use insulin)
and through ongoing discussion with patients,

carers and colleagues.

Access to education

Access to structured diabetes education for people
with diabetes is an important part of empowerment,
self-management and improved health outcomes
(Deakin et al, 2006; Walker et al, 2018). However,
barriers to accessing diabetes education for people
with LD have been identified (Macrae et al, 2015).
People with LD may be perceived as being unable
to learn the skills required to manage their diabetes
with insulin, such as carbohydrate counting in
type 1 diabetes (Brown et al, 2017). Conversely,
there have been projects to adapt mainstream
type 2 diabetes education for people with an LD
(Taggart et al, 2015), and research into supportive
self-management of type 2 diabetes (Walwyn et
al, 2015). However, there is little discussion in the

literature of adapted type 1 diabetes education or
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of education on insulin use specifically. People with
LD have expressed the desire for information about
their diabetes (Hale et al, 2011; Dysch et al, 2012),
so it is crucial for healthcare professionals (HCPs)
to find ways of making insulin education accessible.

Nurses have a central role in this.

Ability and self-management

A practical consideration for supporting people to
use insulin to manage their diabetes is who checks
the blood glucose and administers the insulin.
Depending on their mental capacity, a person may
be able to do it themselves, may require supervision
or may need someone to do it for them. Whilst the
cognitive ability of an individual with LD may be a
barrier to self-management (Brown et al, 2017), to
some extent it may be the perceived ability of the
person that is the barrier to autonomy. Research into
the attitudes of caregivers supporting people with
LD who have diabetes found that caregivers were
quite negative at times (Cardol et al, 2012a). Some
expressed the view that laziness, dependence, lack
of intelligence and inability to learn were factors
affecting the ability of the person with diabetes to
manage their condition.

However, in a study of how people with LD
perceive and manage their diabetes, a relationship
was found between a better understanding of
diabetes and more self-management (Cardol,
2012b). Motivation, confidence and support from
others were more important than disability in using
knowledge and developing self-management skills.
Similarly, Maine et al (2017) described confidence
and competence in diabetes self-management
for people with LD being closely linked with
knowledge, experience and appropriate strategies to
overcome barriers.

There are gaps in research focusing on how people
with LD manage their diabetes with insulin and in
studies that include people who cannot participate
in conventional verbal interviews. Some people with
LD have, therefore, been excluded from research
and their experiences have not been explored.
Studies that include participant observation could

allow for more inclusive research.
Technology

With advances in diabetes technology, it is

appropriate to facilitate access to flash/continuous
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Box 1. Reasonable adjustments for supporting people with learning disabilities
to manage their diabetes with insulin.

e Being accompanied to diabetes appointments
Having someone to support the person with diabetes.

o Flexible appointment times
To fit around the person and their supporters (e.g. their family or support worker).
They may need a longer appointment or additional appointments to provide
appropriate education.

e Use of simple language and avoidance of jargon

Use simple language. See The Health Literacy Place (NHS Scotland, 2022).

® Access to Easy Read literature

To support the consultation, such as Improving care for people with diabetes and a
learning disability (Diabetes UK, 2022a).

e Use of product videos
To support with education on insulin injections, glucose monitors and flash/

continuous glucose monitoring systems.

e Training
For anyone supporting the person to manage their diabetes with insulin. This could
be a family member or care worker. Supporters also need to understand what
managing diabetes involves and to be clear about factors such as hypoglycaemia,
hyperglycaemia and when to seek advice. Resources such as the Diabetes in
Healthcare Training Course (Diabetes UK, 2022b) and the Safe Use of Insulin
e-learning package (Elearning for Healthcare, 2022) can be accessed by health and

social care staff, but tailored education sessions are also invaluable.

e Practical support
The person with learning disability may require assistance with their blood glucose
checks and insulin administration.

e Technology
Flash/continuous glucose monitoring systems can facilitate management and alert the
person/their supporters to high or low blood glucose levels (see Bradley’s life-changing

Flash Glucose Monitor [NHS England, 2022]). Flash/continuous glucose monitoring is

available on the NHS to people with learning disabilities who use insulin.

e Ongoing support
It is crucial that the person and their supporters know who to contact for advice.

® Person-centred planning
Every person with a learning disability is different. Support the person to be
as autonomous as they can and empower them through ongoing information
and support.

glucose monitoring systems for people with LD.
Changes to NICE (2022) guidelines mean that
such technology is more accessible to people with
diabetes generally and, for those with LD, this is
already a way of supporting them, their families,
and carers to monitor blood glucose and respond

appropriately. There are challenges to using

technology, so reasonable adjustments, such as one-


https://www.healthliteracyplace.org.uk/toolkit/techniques/use-simple-language/
https://www.diabetes.org.uk/professionals/resources/shared-practice/for-people-with-learning-disability
https://www.diabetes.org.uk/professionals/resources/shared-practice/for-people-with-learning-disability
https://www.diabetesinhealthcare.co.uk/lnt/Login.aspx?ts=637811264451875423
https://www.diabetesinhealthcare.co.uk/lnt/Login.aspx?ts=637811264451875423
https://www.e-lfh.org.uk/programmes/safe-use-of-insulin/
https://www.england.nhs.uk/diabetes/case-studies/bradleys-life-changing-flash-glucose-monitor/
https://www.england.nhs.uk/diabetes/case-studies/bradleys-life-changing-flash-glucose-monitor/
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“For people requiring
practical support to use
insulin, care needs to
be tailored but there
are constraints to
facilitating this.”

to-one education and more frequent reviews, are

important for individuals with LD to fully benefit.

Collaboration

Research focusing on people with LD and diabetes
frequently cites collaboration as being a vital part
of supporting diabetes management (Trip et al,
2016; Brown et al, 2017). This is particularly in
relation to the person with diabetes, their families
and their support workers, but extends to HCPs.
Decisions about insulin regimens and care plans
may take place with the multidisciplinary team, and
joint working between diabetes and LD teams has
been advocated (Brown et al, 2017). Responsibility
for insulin may be shared between people with
LD and the staff who support them (Rouse and
Finlay, 2016); the importance is working together
to facilitate diabetes management. Where there is
inadequate collaboration and communication with
HCPs, people with LD are less likely to engage with
diabetes services (Cardol et al, 2012b) and are more

likely to miss appointments (Whitehead et al, 2016).

Practical considerations

For people requiring practical support to use
insulin, care needs to be tailored but there are
constraints to facilitating this. If the person can
check their own blood glucose level and self-
inject insulin, it may be straightforward, provided
they receive appropriate education, information
and support. However, for individuals requiring
additional help with these skills, it depends on who
they live with and what one-to-one support they
have access to.

For people who cannot inject their own insulin, it
can be especially challenging to ensure that the right
level of care is received. If there is no family support,
the responsibility may lie with district nurses.
Depending on how services are commissioned
locally, it can be difficult to provide daily visits,
especially if the person requires insulin more than
once a day (such as in type 1 diabetes). Compromises
with the insulin regimen are often made (Brown et
al, 2017) and can be a barrier to optimal diabetes
management (Holden and Lee, 2021).

Despite resource challenges, a project to improve
service standards for people who are housebound
and need insulin has demonstrated that providing

appropriate support is feasible (Gregory, 2019).

The Delegation of Insulin Administration project
is a voluntary framework giving expanded capacity
to health and social care workers who administer
insulin to people living with diabetes (Diabetes UK,
2022¢). This is an effective way of managing service
demands and improving patient care (Castro et al,
2021), but it does not cover the administration of
insulin in individuals whose diabetes is unstable.
More work needs to be done to explore the
experiences of people with LD requiring a higher

level of support with their insulin management.

Conclusion
People with LD may need additional support to
manage their diabetes with insulin. It is important
to strike a balance between the provision of
appropriate support and information to facilitate
self-management, and tailored care to ensure that
individuals with additional health needs have the
right level of practical support. HCPs must work
in a collaborative, flexible and person-centred way
to ensure that reasonable adjustments are made,
but there are resource barriers to providing optimal
support to people who need help to administer
The

Insulin Administration project is likely to play an

their insulin injections. Delegation  of

increasingly important role in facilitating diabetes
management in people with LD who use insulin.
The ongoing provision of information and training
to people living with diabetes and their supporters

is crucial to encouraging effective diabetes

management with insulin. Research should focus
on how people with LD manage their diabetes with
insulin, and should be inclusive for people who
cannot participate through conventional verbal

interviews, to ensure their needs are addressed. M

This article was written as part of an Integrated Clinical
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Brown M, Taggart L, Karatzias T et al (2017) Improving diabetes
care for people with intellectual disabilities: a qualitative study
exploring the perceptions and experiences of professionals in
diabetes and intellectual disability services. J Intellect Disabil
Res 61: 435-49

Cardol M, Rijken M, Van Schrojenstein Lantman-de Valk H (2012a)
Attitudes and dilemmas of caregivers supporting people with
intellectual disabilities who have diabetes. Patient Educ Couns
87:383-8

Cardol M, Rijken M and Van Schrojenstein Lantman-de Valk H
(2012b) People with mild to moderate intellectual disability
talking about their diabetes and how they manage. / Intellect
Disabil Res 56: 351-60

Journal of Diabetes Nursing Volume 26 No X 2022



Supporting people with learning disabilities to manage their diabetes with insulin

Castro E, Syed H, Blythin K, Stone S (2021) A collaborative
approach to insulin delegation: A pilot to drive system change.
Journal of Diabetes Nursing 25: 203; https:/bit.ly/3877kWs

Cooper SA, Hughes-McCormack L, Greenlaw N et al (2018)
Management and prevalence of long-term conditions in primary
health care for adults with intellectual disabilities compared
with the general population: A population-based cohort study.
J Appl Res Intellect Disabil 31: 68-81

Cousins D, Rosario C, Scarpello J (2011) Insulin, hospitals and
harm: a review of patient safety incidents reported to the
National Patient Safety Agency. Clin Med (Lond) 11: 28-30

Deakin T A, Cade JE, Williams R and Greenwood DC (2006)
Structured patient education: the diabetes X-PERT Programme
makes a difference. Diabet Med 23: 944-54

Diabetes UK (2022a) Improving care for people with diabetes
and a learning disability. Diabetes UK, London. Available at:
https://bit.ly/3FqMZTg (accessed 02.03.22)

Diabetes UK (2022b) Diabetes in healthcare training course.
Diabetes UK, London. Available at: https:/bit.ly/3w9ODKX
(accessed 22.02.22)

Diabetes UK (2022c) Delegation of insulin administration. Diabetes
UK, London. Available at: https:/bit.ly/3Fu71Cz (accessed
02.03.22)

Dysch C, Chung MC, Fox J (2012) How do people with intellectual
disabilities and diabetes experience and perceive their illness?
J Appl Res Intellect Disabil 25: 39-49

Elearning for Healthcare (2022) Safe use of insulin. Health
Education England. Available at: https:/bit.ly/3yhFbl8 (accessed
22.02.22)

Equality Act 2010 (2010) Elizabeth Il. Chapter 15. The Stationery
Office, London. Available at: https://www.legislation.gov.uk/
ukpga/2010/15/contents (accessed 22.02.22)

Gregory SJ (2019) Housebound patients with diabetes needing
support with insulin-a project to improve service standards. Br /
Community Nurs 24: 388-91

Hanlon P, MacDonald S, Wood K et al (2018) Long-term condition
management in adults with intellectual disability in primary
care: a systematic review. B/GP Open 2: bjgpopen18X101445

Holden B, Lee A (2021) Barriers and enablers to optimal diabetes
care for adults with learning disabilities: A systematic review.
Br J Learning Disabil 50: 76-87

MacRae S, Brown M, Karatzias T et al (2015) Diabetes in people
with intellectual disabilities: A systematic review of the
literature. Res Dev Disabil 47: 352-74

Maine A, Dickson A, Truesdale M, Brown M (2017) An application
of Bandura’s ‘Four Sources of Self-Efficacy’ to the self-
management of type 2 diabetes in people with intellectual
disability: An inductive and deductive thematic analysis.
Res Dev Disabil 70: 75-84

Journal of Diabetes Nursing Volume 26 No X 2022

NHS (2019) The NHS Long Term Plan (v1.2). Available at:
https:/bit.ly/3N5VOFW (accessed 10.11.21)

NHS Digital (2019) Health and Care of People with Learning
Disabilities, Experimental Statistics: 2017 to 2018 [PAS].
Available at: https://bit.ly/3KUgunl (accessed 28.04.22)

NHS England (2022) Bradley’s life-changing Flash Glucose Monitor.
NHSE, London. Available at: https:/bit.ly/385yMVY (accessed
02.03.22)

NHS RightCare (2017) NHS RightCare Pathway: Diabetes
reasonable adjustments for people with a learning disability
who have diabetes. NHS England, London. Available at:
https://bit.ly/39BaK5j (accessed 10.11.21)

NHS Scotland (2022) Use simple language. The Health Literacy
Place. Available at: https:/bit.ly/3157lyt (accessed 02.03.22)

NICE (2022) Thousands of people with diabetes set to benefit from
real time information after updated NICE recommendations.
NICE, London. Available at: https:/bit.ly/3kKRt3E (accessed
28.04.22)

Rouse L, Finlay WM (2016) Repertoires of responsibility for
diabetes management by adults with intellectual disabilities and
those who support them. Sociol Health Ilin 38: 1243-57

Smith S, Phillips A (2018) Enabling reasonable adjustments for
people living with diabetes and a learning disability. Practice
Nursing 29: 420-7

Taggart L, Truesdale M, Carey ME et al (2018) Pilot feasibility study
examining a structured self-management diabetes education
programme, DESMOND-ID, targeting HbATc in adults with
intellectual disabilities. Diabet Med 35: 137-46

The LeDeR team (2021) The Learning Disabilities Mortality Review
(LeDeR) Programme. Annual Report 2020. University of Bristol,
Bristol. Available at: https:/bit.ly/3M3ZBbu (accessed 28.04.22)

Trip H, Conder J, Hale L, Whitehead L (2016) The role of key
workers in supporting people with intellectual disability in the
self-management of their diabetes: a qualitative New Zealand
study. Health Soc Care Community 24: 789-98

Walker GS, Chen JY, Hopkinson H et al (2018) Structured
education using Dose Adjustment for Normal Eating (DAFNE)
reduces long-term HbAlc and HbATc variability. Diabet Med
35:745-9

Walwyn REA, Russel AM, Bryant L et al (2015) Supported self-
management for adults with type 2 diabetes and a learning
disability (OK-Diabetes): study protocol for a randomised
controlled feasibility trial. Trials 16: 342

Whitehead LC, Trip HT, Hale LA, Conder J (2016) Negotiated
autonomy in diabetes self-management: the experiences of
adults with intellectual disability and their support workers.
J Intellect Disabil Res 60: 389-97

World Health Organization (2022) Definition: intellectual disability.
WHO, Geneva, Switzerland. Available at: https:/bit.ly/3sdPhpC
(accessed 20.02.22)

“The ongoing provision
of information and
training to people living
with diabetes and their
supporters is crucial to
encouraging effective
diabetes management
with insulin.”
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