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Healthcare services, patients, and families can work better together to improve care transitions, writes Helen
Cowan

My husband lives with a spinal cord injury. Hospital admission can be traumatic when I'm excluded despite being
his carer.1 [2] I'm privy to information about his care that can’t be gleaned in a single handover with clinicians.
I've felt unwelcome during the admission process, and healthcare staff haven't treated me as an expert partner in
care. Transitions involve patients and families moving between different clinical contexts—but too often their
experiences and expertise are lost or undermined in the process.

Problems with admissions and transition are seen across care settings and patient groups. Al Aynsley-Green, the
first national clinical director for children in government, has expressed his concerns about patients receiving
chaotic care and scant communication, which is often inappropriate for their age group or condition. He tells of a
young woman with a complex health condition being cared for in a cramped overflow hospital bay alongside older
people with dementia and then in a single room on a male ward. Her mother felt compelled to stay at the bedside.2

(3]

Follow-up is also a problem, and long gaps in care are common. For young people, this often reflects the
separation and delayed transition between child and adult services. The Association for Young People’s Health
describes children falling “down the gaps” in the transition to adult healthcare services.3 [4] Disputed
responsibilities, delays, “cost shunting,” and “turf wars” between services are noted problems.4 [5] This leaves
young people “lost in transition.”5 [6]

Transitions of care can feel like entering unknown territory and can discourage patients from continuing their care.
From a mental health perspective, for example, young adulthood is already a vulnerable time, with developmental
transition and increased incidence of mental illness.6 [7] Disengagement from care is more likely in this period.
Only a quarter of young people make the transition from child and adolescent mental health services to adult
services.7 [8]

Putting the family, or those who matter most to the patient, firmly at the centre of the transition process is key to
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improving experiences for vulnerable patients. For example, as a care home nurse I've seen the distress,
confusion, and delirium that can result when an older person with dementia is admitted to hospital. The journalist
Nicci Gerrard has written about the experience of her father, who had Alzheimer’s, when he was admitted to
hospital with an infection. On admission he was articulate and able; weeks later he emerged immobile, incoherent,
and incontinent.8 [9] She argues that if his family members had been allowed to stay with him and maintain social
connection, he would not have declined so rapidly.

This experience prompted Gerrard to set up “John’s campaign,” which asks for carers of people with dementia to
have the same rights as parents of sick children.9 [10] This would allow them to accompany them in hospital, to be
their “cognitive ramps,” and to advocate on their behalf as experts in their experience. More than 1500 healthcare
institutions have made pledges to support John’s campaign, but this isn’'t enough. Pledges can be forgotten, and
families may be unaware that they exist.

Those involved in John’s campaign welcomed the Care Quality Commission’s recent rules on visiting, which
explain what providers must do to respect the right of patients to receive visits and be accompanied to
appointments by a family member, friend, or advocate.10 [11] John’s campaign actively supports work towards an
NHS care partner policy, which recognises a care partner chosen by a patient to help them while in hospital.11 [12]

The campaign is now calling for a legal right for the person with dementia to maintain contact with at least one
person, known as their “care supporter,” in health and care settings. This is sometimes referred to as Gloria’s law,
after the actor Ruthie Henshall's mother, who died while separated from family during the covid pandemic.
Gloria’s law was introduced to the last parliament by a cross party group of MPs.12 [13]

Right teams, right time

As well as work with families and carers, transitions require connection and collaboration between organisations,
with a particular need to bridge the gaps between health and social care. During the pandemic | worked as a care
home care coordinator, communicating with GPs, pharmacists, care home staff, residents, and families. This
coordination role involved making advance care plans, arranging covid vaccinations, facilitating medication reviews,
and sometimes just listening to stories of distress, despair, and heartbreak.

I was uniquely placed to see the overall picture, from clinical care to how social interactions can support wellbeing. |
supported shared decision making, coordination of multidisciplinary teams, and the weekly care home ward round.
This was especially important at times of transition such as admission to the care home or transfer to or from
hospital, when | could act as an advocate for the patient or family, helping “people make the right connections, with
the right teams at the right time.”13 [14] | support expanding the adoption of care coordinator roles to work with
care homes as part of the Enhanced Health in Care Homes scheme.14 [15]

Sometimes a transition in care may not be appropriate or necessary. Of emergency admissions to hospital from
care homes, 41% are for conditions that are treatable or preventable outside a hospital setting or that could have
been caused by poor care or neglect.15 [16] We need to have conversations about whether these transitions really
are necessary and how they could be better managed.

When transitions are needed we must consider how services, patients, and families can work better together. Most
importantly, we must allow significant others to be key partners in improving the experience of care transitions.
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