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About us

The Down's Syndrome Association is a national charity focusing on all aspects of living successfully with Down’s syndrome. Established in 1970, we have more than 55 years’ experience of being the lead charity supporting people who have Down’s syndrome and their families throughout England, Wales and Northern Ireland. 

The Association is in contact with over 110 affiliated local support groups and a range of professionals from different agencies. The aim of the organisation is to help people who have Down’s syndrome lead full and rewarding lives. 

We are the lead provider of information, advocacy, support and training to anyone with an interest in Down's syndrome. We are a membership-led organisation, with our membership comprising primarily the family-carers of children and adults with Down’s syndrome and a growing membership of adults with Down’s syndrome aged 18+. We are well placed to reflect the needs and views of people we seek to serve. 

We have a commitment to inclusive participation and work closely with a diverse group of individuals who have Down’s syndrome called “Our Voice”, who come together regularly to help shape and inform our work.

About Down’s syndrome

Down’s syndrome is a genetic condition, caused by the presence of an extra chromosome 21 in the body’s cells. Everyone with the condition will have some degree of learning disability. In addition, there are several associated medical conditions, which affect some, but not all, people who have Down’s syndrome, meaning the services that they access from the NHS (and social care settings) are of paramount importance to their wellbeing. 

The number of people in England and Wales with the condition was estimated as 37,090
  in 2013. 

The Down’s Syndrome Association provides lifelong support, in the form of information and advice for people who have Down’s syndrome and their parents and carers.

Some people who have Down’s syndrome lead semi-independent lives in a supported environment and others, with more complex needs, will always require a high level of support. Generally, needs increase with age.

With appropriate healthcare, many people who have Down’s syndrome are now living to the age of 60 and beyond.

Broad Statement regarding transition 

The Down's Syndrome Association (DSA) is aware that the transition period when young people move from children’s health services to adult health services is often problematic. Many families report it can feel like ‘falling off a cliff edge’, where transition is not well managed. 

The co-ordination role of paediatricians usually ceases at 18 years. The GP then becomes the lead health professional in the life of the person who has Down’s syndrome and their role in maintaining good health is crucial. Calls to the helpline indicate that family’s experiences are highly variable.

Children and adults who have Down’s syndrome face significant barriers regarding their health support for several reasons:

· A lack of understanding among health professionals about Down’s syndrome and the more common health conditions in this group of people

· Diagnostic overshadowing by health professionals where symptoms of illness are attributed to a person having Down’s syndrome and therefore not properly investigated

· People are less likely, or able to, self-report health issues, and more likely to be reliant on family/supporters to maintain good health even in a hospital setting

· Transport & mobility needs

· Difficulties with spoken language and communication

· Difficulties describing and locating pain/illness in the body

· Difficulties with short-term auditory memory making it harder to take in information through hearing

· Lack of knowledge about optimal treatment which may lead to more serious complications, disability or death, for example, treatment for infection and sepsis.

Therefore, it is crucial that all practitioners working with people who have Down’s syndrome should have an understanding of both the common health issues faced by people who have Down’s syndrome, as well as an understanding of how people who have Down’s syndrome might struggle to communicate their symptoms, location of pain and feelings about their health condition. Such an understanding would include sensory and communication related needs, and how these may affect a person’s development, physical and mental health, and impact on quality of life for them and their families. 

Health needs of people with Down syndrome

The Down’s Syndrome Association has a  Health and Wellbeing information series primarily for health professionals. These cover conditions more commonly associated with Down’s syndrome, including cardiac issues, thyroid disorders, infections, leukaemia, epilepsy, sensory impairments, and dementia, highlighting the importance of regular monitoring, in line with guidance from the UK & Ireland Down Syndrome Medical Interest Group (DSMIG). 

A comprehensive list of all available resources for health professionals is also available on the DSA website.

The Down’s Syndrome Association offers specialist training for health professionals. Training can include information about the Health Profile, Mental Capacity, Relationships & Sex Education and best practice across the lifespan. DSA training is co-produced with people who have Down’s syndrome.

Transition and Decision making 

People who have Down’s syndrome must be properly supported to make decisions about their healthcare where they can and, where they cannot, statutory guidance must be strictly adhered to. We know that professionals’ understanding of statutory guidance around decision making and mental capacity is variable.

There should be an assumption that a young adult with a learning disability has capacity to make decisions relating to their health care, unless there is a specific assessment to suggest otherwise. This issue is important and not always understood by stakeholders.

Families who will be supporting the young person with a learning disability through this process need timely access to advice and advocacy services to help them understand the changing nature of their parental responsibilities and the limitations of how they may contribute to decision-making processes once their child becomes an adult. 

Families need to be supported and involved in the process of supporting a young person moving towards making their own decisions. This is not always a straightforward process and independent advocacy and information for family carers is important at this stage of transition towards adulthood.

Parents report experiences to our helpline involving health professionals making blanket assumptions about the capacity of the person who has Down’s syndrome to make a specific decision without making efforts to support the person to make that decision themselves in accordance with the principles of the Mental Capacity Act. 

We also hear of parents being advised by health professionals that they must apply to the Court of Protection for health and welfare deputyship, for example, as a matter of course for their loved one who has Down’s syndrome (often, we suspect, because the person has Down’s syndrome). This, without consideration of the best interest’s decision-making process that is in place. 

Transition and Reasonable adjustments 

Health professionals have a duty to make reasonable adjustments for people who have Down’s syndrome to ensure they have the same access to health care as everyone else. They should be informed about the types of reasonable adjustments that might help different individuals according to their needs and should find out what reasonable adjustments will help by asking people who have Down’s syndrome and their parents/carers/supporters. There should be greater emphasis on the effective use of health passports during a hospital admission.

The Down’s Syndrome Association have produced a factsheet about Reasonable Adjustments in Healthcare, to provide useful guidance and best practice https://www.downs-syndrome.org.uk/wp-content/uploads/2024/06/Reasonable-adjustments-factsheet_draft2.pdf. 


Clear and accessible communication during transitions 
Communication in a healthcare setting is an important part of patient safety and quality of care. Communication failure is a common experience, be that communication between healthcare professionals, communication with families/supporters and/or communication with patients who have Down’s syndrome.

We would like quick implementation of learning points from the recent Accessible Information Standards review
 carried out by NHS England (DSA Our Voice members participated in the 2022 review). 

Improve accuracy of coding on GP systems for Down’s syndrome


Although this was already an issue because of evidence arising around accessing Annual Health Checks, during the COVID pandemic it became increasingly evident that record keeping and coding on GP systems was often incomplete. This meant that people were not being contacted with vital information and/or deemed eligible for COVID vaccinations. The wider effects of this include people being missed from health screening call ups, not being informed of eligibility for Annual Health Checks, and reasonable adjustments not being made. Greater checks should be made within the system that this basic record keeping is accurate and up to date. 

NHS Digital Flag pilot project
Full roll out of the Digital Flag project
 would ensure more health and care professionals will be aware that an individual has Down’s syndrome (including NHS111 and paramedics)

Transition and Annual Health Checks 

From the age of 14+ individuals with a learning disability are entitled to an Annual Health Check. It would make sense for transition to begin at this age, as it is often from this point that families experience the coordination of a young person’s health being transferred from their pediatrician. The role of their GP therefore becomes paramount. Recent research, published by Public Health England in July 2020, suggests that only 53% of eligible individuals with a learning disability access a health check and the younger you are, the less likely you will be offered one. 

There is a need for better implementation of the Annual Health Check for teenagers and adults and a requirement for all GPs to offer these (currently a Direct Enhanced Service that GPs can opt in to). A named GP for all patients who have Down’s syndrome would help ensure greater consistency with this and would help ensure a more straightforward experience of health support for many people who have Down’s syndrome.
Callers to our helpline report highly variable experiences of Annual Health Checks with differences in time allocations and the quality/depth of health checks. The health system must prioritise these health checks and have systems in place to ensure they are taking place and to step in if there are delays.

We have a concern that Annual Health Checks may sometimes be viewed as a replacement for regular good healthcare and the need for intervention/checks by specialist services. For example, the now defunct Hearing and Learning Disability (HALD) Special Interest Group (SIG) have previously expressed concerns
 that individuals are not being referred to specialist audiology services because GPs believe a hearing check at an Annual Health Check appointment is sufficient. 

For local areas, we would like to see a standardised style of local pathway from birth and throughout the lifespan that describes what is available and how to find/contact the service. The pathway should include a service/ contact to advocate for ethnic minority families. Early support for new parents and information about early intervention services and therapies (including physiotherapy, occupational therapy, speech and language therapy) should be clearly signposted as we know that early support is highly variable and inequitable across the UK. 

Examples of Health pathways, not all combined, comprehensive or lifelong, are listed on the DSMIG website
. 

Guidelines for medical management of thyroid, cardiac, hearing, vision, neonatal health, growth and cervical spine disorders are also presented on the DSMIG website
.

The Down’s Syndrome Association has developed a helpful factsheet about Annual Health Checks and a Checklist for GPs, as well as an Easy Read document for people who have Down’s syndrome to help them understand what to expect during an annual health check.

The Down’s Syndrome Association provides information on topics relating to general health that will be useful for GPs when supporting the healthcare of individuals who have Down’s syndrome, including:

· Preventing infection in children
· Tips for triaging and treating children 

· Respiratory infections 

· Sepsis and Down’s syndrome
· Sepsis in adults who have Down’s syndrome
· Immunisation 

· Pain
Transition and Mental Health

Mental health related calls to the DSA helpline have increased significantly during the last two years. The queries we receive cover a wide range of issues from depression, anxiety, behavioural issues, autism, PTSD and early regression.

Barriers to mental health provision include a lack of mental health services for people who have a learning disability, and access to Community Learning Disability Teams (CLDTs) and Child and Adolescent Mental Health Services (CAMHS) is often highly variable. 

Calls to our helpline indicate that the threshold of seriousness for accessing these services is high. Chances to put in support before situations escalate/substantially deteriorate are therefore missed and support from these services would often, though not always, appear to only be available when crisis points are reached. There are often substantial waiting lists, particularly for CAMHS, even when criteria for support are met. It would also appear that families who have children and young people who have Down’s syndrome are sometimes turned away from CAMHS as the team do not have experience of supporting people who have learning disabilities. It is therefore essential they do and that their needs are accommodated so that both children and adults who need mental health support are seen by qualified professionals and receive the treatment they need at the time they need it.

The book ‘Mental Wellness in Adults with Down Syndrome: A Guide to Emotional and Behavioural Strengths and Challenges’, 2nd edition
, by Dr D. McGuire and Dr B.Chicoine is a valuable information resource for parents and practitioners. 

Whilst it may be helpful to acknowledge that young people do not transition from childhood to adulthood at one specific date (and that there are considerable individual differences to take into account) the lack of an age-bound approach to transition does run the risk that young people and their families are left unclear as to when certain actions should be taken and are in danger of appropriate transition being delayed. There may be a feeling that the ‘time is not yet right’. Transition then happens by default, when a young person is beyond the age at which it would be appropriate for children’s health services to still be involved. This is the ‘cliff edge’.

For the population of children and young people with Down’s syndrome it is highly likely that they will have had involvement from health professionals prior to the age of 16. However, sometimes specialist referrals might be made when the young person is an older teenager, and it is not always clear whether it would be a paediatric or adult-focused team that would take up the referral.

We would draw attention to the well-known health inequalities experienced by individuals with a learning disability (as evidenced by the LeDeR programme in England). For general concerns we have about the quality and coordination of health care for children and adults with Down’s syndrome please see our Health Alert campaign https://www.downs-syndrome.org.uk/about/campaigns/health-alert 

Transition and Social Care - person-centred care and support plans

The Down’s Syndrome Association has published information about person centred planning for children and young people who have Down’s syndrome, including resources about:

· Making decisions post-16
· Making choices and developing independence
· Support planning: putting the person at the centre
The Down’s Syndrome Association has also produced an Easy Read ‘Needs Assessment Booklet’ for adults who have Down’s syndrome to tell professionals about themselves and the support they might need. They also have co-produced an Easy Read document about Adult Needs Assessments, to help adults who have Down’s syndrome understand what a needs assessment is and how to engage in the process. 

Transition from children’s to adults’ services and preparation for adulthood

The Down’s Syndrome Association has produced Easy Read Listen To Me resources to support young people who have Down’s syndrome to think about transition to adulthood, as well as an Easy Read document about Transitions.

Free specialist training for families going through transition 

The Down’s Syndrome Association has also developed a range of free online DSA Futures meetings created by parents, people who have Down’s syndrome and specialists to guide parents and practitioners on issues along the transition pathway. Session topics include

1. Health & Welfare Decisions, 

2. Educational Pathways & Employment

3. Relationships & Sex Education. 

These sessions are all provided free of charge.  
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