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About Parkinson’s UK
1. Every hour, two people in the UK are told they have Parkinson's - a brain condition that
turns lives upside down, leaving a future full of uncertainty.

2. Parkinson's UK is here to make sure people have whatever they need to take back control -
from information to inspiration.

3. We want everyone to get the best health and social care. So, we bring professionals together
in the UK Parkinson’s Excellence Network,! to drive improvements that enable people to live
life to the full.

About Parkinson’s
4. There are over 40 symptoms of Parkinson’s and these can include freezing, tremor, painful
muscle cramps, difficulties speaking and swallowing, anxiety, depression, dementia and
hallucinations.

5. Currently 145,000 people in the UK are living with the condition.? It is the fastest growing
neurodegenerative condition in the world3. With population growth and ageing, we estimate
this will increase by nearly a fifth to 172,000 by 2030. Parkinson’s not only affects those with
the condition but also has a significant impact on family, friends and carers.

6. While the majority of people develop symptoms after the age of 65, thousands of working
age people are also affected.*

Context of response
7. We welcome the committee’s inquiry into recruitment, training and retention in the health
and social care workforce.

8. People with Parkinson’s continue to be negatively impacted by the paucity of health and
social care provision across the country, as well as the variable understanding of condition-
specific needs.

9. The unmet needs of our community have grown more acute due to the COVID-19 pandemic,
worsened by cancellations and delays to the delivery of care and treatment they need to live
well with the condition.

To what extent is there an adequate system for determining how many doctors, nurses and allied
health professionals should be trained to meet long-term needs?
10. At present, the systems in place for ascertaining the full picture of health and social care
provision for people with Parkinson’s, and neurological conditions more broadly, are
disparate and sporadic.
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11. What we do know for certain is that our community faces a shortage of health and social
care professionals to cater to their needs.> The country-wide lack of neurological
professionals is especially worrying, given the increasing incidence of neurological disorders
with age, combined with the UK’s increasingly ageing population.

12. Recent data published by the Association of British Neurologists revealed that the UK’s
workforce of consultant neurologists is considerably lower than anticipated. They found that
the number of full-time equivalent neurology consultants is1.1 per 100,000 people. This is
considerably lower than European countries with a similar economic status, such as France
and Germany, both of which have a ratio of over 1 per 25,000 people - more than three
times smaller than the UK’s.®

13. While neurological staff shortages have been a longstanding area of concern,’ the COVID-19
pandemic has further exacerbated the situation. The Neurological Alliance obtained hospital
episode statistics data that compared hospital-based appointments for neurology,
physiotherapy, speech and language therapy, occupational therapy and hospital admissions
for people with neurological conditions for the first lockdown (March - June 2020) to the
same period in 2019. The majority of people in this dataset, 58%, had a Parkinson’s
diagnosis. The findings revealed that:

a. Face-to-face neurology appointments fell by 31%.

b. Physiotherapy appointments fell by 44% for people with neurological conditions.

c. Speech and language therapy appointments fell by 23% overall.

d. Occupational therapy appointments saw a 37% drop compared to the same period
in 2019.

e. Hospital admissions declined nationally by a third. Emergency admissions were
reduced by 20% and planned admissions fell by 55%.

14. Workforce planning serves the important purpose of identifying present and future gaps in
staffing, allowing interventions to be made before staff shortages seriously impede the care
received by our community. It is doubtless that the current shortage of trained health and
social care professionals specialising in, or adequately trained to care for those with,
neurological conditions such as Parkinson’s will cause avoidable suffering. It is evident that
without a clear picture of the current level of provision of care, it will not be possible to
determine the number of doctors, nurses and allied health professionals that should be
trained to meet long-term needs.

Do the curriculums for training doctors, nurses, and allied health professionals need updating to
ensure that staff have the right mix of skills?
15. We have heard countless times from people with Parkinson’s that the provision and quality
of care that they receive is unacceptably variable, leading to poor outcomes.

16. They have highlighted multiple areas in which the health and social care staff that support
them would benefit from dedicated training on Parkinson’s:
a. Parkinson’s and mental health: We know that for the majority of people living with
Parkinson’s, their symptoms of anxiety or depression are the most distressing aspect
of their condition. At any given time, up to 40% will have depression® and up to 31%
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will experience anxiety.® This is considerably higher than the 17% of the general
population who will experience a common mental health problem.1°

In our research into the mental health of our community, Parkinson’s UK found that
while three quarters of people with Parkinson's surveyed felt that their mental
health problems impacted their quality of life, 65% were not confident that their
needs were being met by healthcare professionals.*!

This is compounded by a persistent attitude among health professionals that mental
health problems are “just part of Parkinson’s.” This prevents people from receiving
proper support, and sometimes referrals are not accepted for this reason.?

As one person with Parkinson’s told us, “The healthcare professionals in the
psychiatric unit and social services had little or no understanding of the link between
Parkinson’s and mental health.”

b. Parkinson’s-related dementia: In our research into Parkinson’s-related dementia,
which affects 3 in 10 people with Parkinson’s at any given time, only 14% of health
professionals we surveyed said their training had prepared them well to provide
high-quality care for people with Parkinson's-related dementia.!3

Worryingly, almost half of carers of people with Parkinson’s-related dementia
thought that hospital staff did not have sufficient knowledge to provide the care
their loved one required.!* We see the effects of a lack of training among the social
care workforce too.

A common theme from the interviews with people with Parkinson’s-related
dementia and their families was a lack of understanding among social care workers
of either Parkinson’s or dementia.

When asked if paid care staff at home understood the needs of the person relating
to their Parkinson’s, only 29% of carers said yes, while 38% said it could be
improved. Similarly, for dementia, just 25% said the paid carer understood their
needs.'®

c. Parkinson’s and medication: The average person living with Parkinson’s may find
themselves on nine doses of medication a day.! The timing of these medications
alters from person to person and often doesn’t correspond with typical medication
rounds on hospital wards. This is because everyone’s Parkinson’s symptoms are
different and therefore need different medication management regimes. As a result,
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people with Parkinson’s often miss out on their vital medication while staying in
hospital for reasons unrelated to Parkinson’s. This happens because someone with
Parkinson’s will often be treated on a general medical ward — rather than a specialist
neurological ward — for ill health unrelated to their condition. This makes missed
medication more likely as staff on these wards do not have an in-depth knowledge
of Parkinson’s.

In real terms, we know that at the time of publication of our report on the issue,
63% of people living with Parkinson’s did not always receive their medication on
time when staying in hospital and less than half (44%) of trusts and health boards
offer ward staff mandatory training on Parkinson’s.'” Not only does this have hugely
adverse effects on people’s health — keeping them in hospital longer — it also costs
the NHS extra money. Data in 20198 showed that people with Parkinson’s faced
28,8606 excess bed days in hospital every year in England alone, costing the NHS
£10m a year.

d. Parkinson’s and allied health professionals: The UK Parkinson’s Audit provides the
largest ever dataset on the quality of care provided to people with Parkinson’s
across the UK. The 2019 iteration?® revealed significant training gaps across the
allied health professional community supporting people with Parkinson’s:

i.  Occupational therapists: 27% of occupational therapy services offer no
Parkinson’s induction training to their workforces.

ii. Physiotherapists: Documented Parkinson’s inductions and support
strategies are not available for new physiotherapists working with people
with Parkinson’s in 43% of physiotherapy services.

iii.  Speech and language therapists: Only 19% of services provide specific
Parkinson’s induction and support strategies for staff new to working with
people with Parkinson’s.

Having Parkinson’s specific induction strategies is essential in supporting therapists
to offer high quality care. This is especially true given that most therapists see
people with Parkinson’s as part of a generalist caseload.

17. Given that over the past few years, the UK has seen an increase in demand for neurological
services,? it is clear that now more than ever, the non-specialist health and social care
workforce needs dedicated training on Parkinson’s and neurological conditions more
broadly. We therefore recommend that the committee urges NHS England and Health
Education England to work with Parkinson’s UK and other neurological organisations to
develop a more relevant curriculum for health and social care professionals.

What are the principal factors driving staff to leave the health and social care sectors and what
could be done to address them?
18. With around 100,000 vacancies among the NHS workforce,?! it is clear that the efflux of
healthcare staff needs to urgently be addressed. Similarly, with some 120,000 vacancies??
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and a turnover rate of 30 per cent,? the social care workforce is in a comparably precarious
position.

19. From consultation with our Parkinson’s professional networks, a number of reasons have
been identified as factors driving staff to leave the health and social care sectors:

Healthcare:
e Chronic excessive workloads, leading to an inability to achieve a work/life balance.
e Fragmented responsibilities, with a lack of clarity regarding particular duties.
® Anincoherent approach to workforce planning and inadequate funding for
education, training and professional development.
e Work-related stress and burnout in the wake of the COVID-19 pandemic.

Social care:

The widespread perception that the profession is not valued or respected.
Notably low pay when compared to levels of responsibility.

Work-related stress and burnout in the wake of the COVID-19 pandemic.
A distinct lack of pathways for career progression.

20. These factors are reflected in the wider health and social care staff environment:

a. Evidence indicates that NHS staff are 50% more likely to experience high levels of
work-related stress compared with the general working population,?* damaging both
their health as well as care quality and organisational performance.

b. The NHS Staff Survey paints an alarming picture of high and increasing proportions
of staff reporting feeling unwell as a result of work stress (44%) and coming to work
despite not feeling well enough to perform their duties (46%).2°

c. While the same national data does not exist for social care workers, research
suggests significant numbers are on the brink of burnout.?¢

d. Itis also important to note that discrimination has a substantial influence on
workplace stress, but year after year racialised staff in the NHS report worse (and
often shocking) experiences when compared with white staff and continue to be
underrepresented in senior posts.?” Unfortunately, equivalent data for social care
does not exist in the public domain.

e. Worryingly, a recent BMA survey revealed that one in five doctors, across all
specialties, have indicated that they intend to leave their profession once the
COVID-19 pandemic is over.?®

21. In terms of what can be done to address these factors, our Parkinson’s professional
networks have highlighted the following:
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Facilitate working arrangements that enable part-time, flexible working, such as job-
share models.

Conduct adequate workforce modelling to ensure workloads do not become
unmanageable due to persistent staff vacancies.

Provide continuing professional development opportunities and training to facilitate
career advancement and progression.

Address the needs of young parents to make it easier to work more if they choose to
do so.

Incentivise consultants to not retire early, or retire and return, but to stay full-time
for longer by removing the financial penalties of continuing to work full-time.
Provide or meaningfully signpost to dedicated psychological support for staff to help
them cope with emotionally demanding and distressing work.

Commit to creating inclusive work environments: enforce zero tolerance policies
when it comes to harrassment, discrimination, and bullying.

What is the role of Integrated Care Systems in ensuring that local health and care organisations
attract and retain staff with the right mix of skills?
22. It will be vital for Integrated Care Systems to proactively engage with local services and the
voluntary, community and social enterprise sector in order to ensure health and care
organisations attract and retain staff at the local level.

23. They will have specific expertise relating to their local context which will positively inform
workforce and training arrangements. Their insights regarding gaps in provision,
underserved communities, and local pressures will prove critical in addressing the factors
behind training gaps as well as regional variation.

Conclusion

24. It is clear that people with Parkinson’s, their carers and families continue to be negatively
impacted by the paucity of health and social care provision across the country, as well as the
variable understanding of condition-specific needs.

25. Additionally, a historic lack of workforce planning and opportunities for professional
development, as well as variable working conditions and environments have taken their toll
on the Parkinson’s workforce, leading to a significant efflux of staff.

26. We make the following recommendations:

a.

The Department of Health and Social Care should conduct a UK-wide mapping and
modelling exercise of the neurological workfore to establish a clear picture of the
current level of provision of care and to anticipate future demand.

A UK-wide audit of the training and professional development opportunities
available to health and social care staff should be undertaken to identify gaps and
remedy variable condition-specific understanding. The Department of Health and
Social Care should work with Parkinson’s UK to develop and roll-out dedicated
training for the Parkinson’s workforce.

i In light of our recent findings on the unacceptably variable care that people
with Parkinson’s-related dementia face, the government must ensure that
the recently announced £500 million of funding for training the social care
workforce includes training on Parkinson’s and Parkinson’s-related dementia
for social care staff directly providing care.

Regarding health and social care workforce retention, we recommend that
workplaces should:



vi.

Vii.
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Facilitate working arrangements that enable part-time, flexible working,
such as job-share models.

Conduct adequate workforce modelling to ensure workloads do not become
unmanageable due to persistent staff vacancies.

Provide continuing professional development opportunities and training to
facilitate career advancement and progression.

Address the needs of young parents to make it easier to work more if they
choose to do so.

Incentivise consultants to not retire early, or retire and return, but to stay
full-time for longer by removing the financial penalties of continuing to work
full-time.

Provide or meaningfully signpost to dedicated psychological support for staff
to help them cope with emotionally demanding and distressing work.
Commit to creating inclusive work environments: enforce zero tolerance
policies when it comes to harrassment, discrimination, and bullying.



