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Foreword by WNA Chair 

 
Welcome to the WNA 2020 annual review. 

Inevitably, this year I will start by acknowledging the impact that the COVID-19 

pandemic has had on the neurological community, indeed across all of the communities 

in Wales.  2020 has been an unprecedented time when all of us have had to adapt to 

unusual and challenging circumstances. For many having to shield for what has felt and 

interminable time, and for some the situation having been compounded by personal 

loss and a reduced access to services. 

As an alliance we gained detailed insight of the impact of the pandemic through the 

COVID-19 survey we conducted across Wales and which we used to give evidence to 

the inquiry that was conducted on this matter by Welsh Government. 

In 2020 we have had to become stronger as a community and better connected. WNA 

member organisations have had to adapt the way in which they have been able to reach 

to their members and to continue to provide services remotely, but in ways that are 

meaningful and helpful. This has indeed not been an easy task, and, if anything, it has 

brought into sharp relief the real digital divide that continues to exclude far too many 

people across Wales. 

WNA has also had to adapt and, despite the issues I have outlined, on a more positive 

note, the travel restrictions brought by lockdown have resulted in an increased 

participation and richer discussions at meetings by members who have been able to 

use digital technology.  

Similarly, the pressures created by the pandemic on the sector has resulted in funding 

bodies becoming far more flexible and supportive, as a result, WNA has benefited from 

a National Lottery grant to enhance members’ digital skills to help close the 

aforementioned gap. This work has been undertaken in partnership with Digital 

Communities Wales to whom we remain grateful for their expertise. 

Building on our work from last year, the website has undergone further improvements 

and both, our Facebook and Twitter pages are receiving an enhanced number of 

followers. 

We continued to provide the secretariat function to the Cross Party Group on 

Neurological Conditions which launched the report of its Inquiry into the national Neuro 

Conditions Delivery Plan. WNA is supportive of the recommendations presented and 

will continue to campaign for these to be implemented. 
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During the year we have established a growing coproduction group. The members who 

live with the various conditions are actively planning and delivering WNA’s awareness 

raising and participation programme. This year has also given the Executive committee 

an opportunity to examine its effectiveness and has re-evaluated the benefits of its 

membership of various national bodies. The insights gained from this exercise will 

enable WNA to make firm decisions as part of its strategic plan that is to be developed 

in 2021. 

In concluding, I would like to thank all the members for your continued engagement and 

contributions. Over 2020 we have demonstrated that together we can make a 

difference. 

Many thanks 

Ana Palazon 

Chair of WNA 

 

 
 
 
 
 
 
 
 
 
 
 
 

 

 

 

 

 

 



5 
 

Influencing Report 

Cross Party Group (CPG) on Neurological Conditions 

During 2020 WNA continued to provide the secretariat for the Cross Party Group on 

Neurological Conditions. 

The first meeting of 2020 was held in July via Zoom, both Annual Reports of 2018 and 

2019 were tabled and approved and nominations for Chair and Secretary for 2020 

were approved.  

The Chair reminded those members attending that the three meetings in 2019 had 

centred on the Inquiry, taking oral evidence from people living with neurological 

conditions, their carers, clinicians, and professionals. The Inquiry Report was due to 

be launched in March 2020 however, due to the pandemic, that meeting and launch 

were cancelled until this meeting in July. Immediately prior to this meeting a copy of 

the report was circulated to everyone on the mailing list. It was also published on the 

WNA website and Cross Party Group website, and a press release was issued.  

The following recommendations were included in the report: 
 
We urge Welsh Government to take the following action when the NCDP comes to an 

end in 2020: 

1. End the ‘chronic underfunding’ of neurological services by increasing 

investment in health and social care services to meet the needs of people in 

Wales. 

2. Create a new neurological conditions strategy and action plan with clearer 

outcomes and a stronger accountability structure. 

3. Commit to a workforce development and commissioning strategy to ensure 

there are adequate numbers of specialist staff within Wales to meet the needs 

of people with neurological conditions in a timely manner and an appropriate 

place. 

4. Establish a national system for the collection, collation, and publication of 

outcomes data on neurological services, working with the research community, 

people with neurological conditions and the third sector.  

5. Convene a scrutiny and oversight group to hold LHBs to account for the delivery 

of the plan, to separate accountability from delivery. 

6. Establish a permanent all-Wales forum for neurological conditions which can 

promote best practice and drive improvement based on the current NCIG 

model. This should include funded posts for a Clinical Lead and a coordinator. 
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7. Create a new co-production and participation strategy that mandates and 

requires NCIG and LHBs to demonstrate the active participation of people with 

neurological conditions and carers in decisions about improvements to care and 

support at a national and local level. 

8. Ensure all LHBs publish Progress Reports against the outcomes of this plan 

which are easily accessible on LHB and Welsh Government websites, in the 

context of this simplified outcomes framework. 

9. Mandate that each LHB should have:  

• A Neurological Steering Group with cross sector representation; 

• A Neurological Conditions Service User Forum, or other mechanism to 

support service user participation; 

• A named neurological lead; and 

• Full attendance by the lead or deputy at each NCIG meeting. 

10. Explore ways in which Welsh Government can put into effect measures to 

ensure social care engagement in the delivery of the plan. 

A copy of the full report is available on request. At the meeting it was agreed that the 
Chair would write to the Minister for Health and Social Care including a copy of the 
Inquiry Report. 
(Include copy of letter) 
 
At the meeting we also heard from Rebecca Brown, WNA Awareness Raising Officer, 
who delivered a brief presentation to the group on the findings that WNA gathered and 
presented to the Health and Social Care Committee’s COVID-19 Inquiry. 
(Include copy of WNA submission) 

The second meeting of the year was held in December also via Zoom. Chris Jones, 
Deputy Chief Medical Officer for Welsh Government and Michelle Price, Clinical lead 
for the Neurological Delivery Plan attended to give verbal feedback on the Inquiry 
Report.  
They both agreed with much of the content of the Inquiry Report and were grateful for 
the opportunity to attend the meeting to discuss the way forward.  It was confirmed 
that the Neurological Conditions Implementation Group (NCIG) has been extended 
until March 2021.  It was suggested that some of the difficulties had arisen as a result 
of the pandemic.  Some positives have been seen, particularly the development of 
digital consultation services, the improvement of rehabilitation services and the 
improvement of major trauma across the networks.  Chris Jones stated that the Welsh 
Government is creating a new NHS Executive to have a clinical oversight function 
across all Health Boards, and that it is planning to replace its health delivery plans with 
“Quality Statements”. They also confirmed that we would be receiving a formal written 
response to the Inquiry Report from the Minster for Health and Social Services.  
 
The meeting then heard from the Right to Rehabilitation and about the 
Neurorehabilitation service offered by Swansea Bay UHB (include a copy of the 
presentations)  
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Awareness Raising and Project Work 

The start of 2020 was filled with plans to support Cardiff University Masters students 

to run a social media-based awareness-raising project. Unfortunately, due to the 

pandemic, this plan had to be rapidly changed due to lockdown restrictions. The 5 

students were very resilient and adapted the project to use voice recording and 

pictures to create 5 patient stories. They took over the Facebook and Twitter accounts 

in April for 2 weeks. The impact of this work increased the engagement and following 

dramatically, the students were able to triple the followers and website “hits” over that 

short period. The students had created many graphics and posts that we continue to 

use on social media, and we continue to increase our social media presence. It was 

helpful to see how useful social media and digital content is in increase the reach of 

the WNA. The collaboration was a very positive experience, and we hope to maintain 

good links with Cardiff University and collaborate on projects in the future. 

The PREMS project work was returned to the NCIG for approval and is at their 

discretion to use it going forward to get valid data from individuals living with 

neurological conditions living in Wales.     

The WNA represented the views and experiences of living with a neurological 

condition in May 2020 when we carried out a largescale survey. There were over 140 

responds and results were collated and submitted to the Health and Social Care 

Committee as part of the submission of evidence of the impact on Covid 19. The 

findings highlighted that people will neurological conditions were often forgotten in the 

planning many being missed off the initial shielding list, care packages being cut back 

or stopped and delays in receiving assessments. The biggest impact was on people’s 

mental health and levels of anxiety in the community.  

The WNA was applied for and received awards for all grant from the lottery in August 

2020 to help the neurological community through the Covid crisis by offering training 

and support. This has resulted in several sessions on how to stay connected using 

video packages and getting online. 

The WNA has also been engaging with the community and set up a thriving virtual co-

production group in September 2020 which meets every 2-3 with 12 members 

reflecting different conditions and people living across Wales to discuss issues and 

develop work streams, local campaigning, and awareness-raising. This has included 

suggesting the need to upskill the community and increase their digital skills because 

of the pandemic. 
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Management & Governance Sub-committee 

Report 

During 2020 the Subcommittee continued to overview WNA’s work programme and 

ensured the robustness of our governance, particularly in regard to membership and 

financial sustainability. The Income generation section of this report explains the latter 

in more detail. 

This year we said goodbye to Dave Maggs, who retired from the Executive Committee. 

We are very thankful to Dave for all the years that he dedicated to advancing the work 

of WNA.  Conversely, we welcomed a new member to the Executive committee, 

Melanie Andrews from MND Society and Sian Guest also from MND joined the 

influencing subcommittee.  

We also welcomed Dawn Golder representing FND Hope UK (Functional Neurological 

Disorders) as a new member of WNA. 
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Income Generation Sub-committee Report 

In Jan 2020, the Executive Committee and Income Generation Sub-committee agreed 

to prepare & submit an application to the Big Lottery (Awards for All fund).  The 

application would be for £10,000 to enable WNA to provide additional training events, 

newsletters, a website upgrade, and an annual conference.  These additional activities 

were identified as needed from the members during a survey conducted in 2019. 

However, In April 2020, as a result of COVID-19 it was agreed that the application 

would be revised to specifically support people throughout the pandemic.  The project 

name became “Enhancing support services in response to Covid-19.” And was 

submitted in July 2020.  We are incredibly grateful to the members of the Executive 

responsible for writing the bid.  The application was successful and WNA was awarded 

£10k in August 2020.  This has to be used by August 2021. 

 

The short-term project aims were to address the immediate practical issues associated 

with lack of capacity and clarity of information. The funding would be used to increase 

staffing hours, develop training on digital technology and effective use of social media 

and volunteer expenses. Training would be online, enabling an All Wales inclusivity 

due to the reduced need to travel. Training would utilise regular video package 

sessions with small groups, engaging member communities and building stronger links 

and knowledge of the work of the WNA. Facilitated sessions would enable regular 

engagement, collaboration, and feedback sessions to guide and build on any further 

support or training needed. 

 

The digital training sessions that have taken place so far are: 

 

07.12.20 - Digital Carousel, in partnership with Digital Communities Wales (DCW) – 
51 attendees 
16.12.20 – Keeping in touch & using Zoom, in partnership with DCW – 7 attendees 
 
Further sessions are planned for 2021. 
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Treasurer’s Report 

  

WNA accounts from  
1 January 2020 to 31 
December 2020     

      

Opening bank balances     

01 January 2019     

  BMM account £         0.25 

  Community account £15,401.56 

  Total £15,401.81 

      

Income for the year     

  Membership fees   £2,000.00 

 Parkinson UK donation   £2,000.00 

 MS Society donation   £2,000.00 

  Awards for All Wales grant £10,000.00 

   

  Total £16,000.00 

      

Expenditure for the year     

  Co-ordinator fees   £5909.99 

 Lottery project fees     £720.00 

  Annual report translation costs   £1,088.92 

  Funding Eye      £300.00 

  Total  £8,018.91 

      

  Bank balance   

  BMM account         £0.25 

  Community account £23,382.65 

 Balance 31 December 2020 Total  £23,382.90 
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WNA Executive Committee Members & 

Staff 2020 

 

Name Organisation Position 

Ana Palazon Parkinson’s UK  Chair 

Lynne Hughes MS Society  Co-Vice Chair  

Carol McCudden Ataxia UK  Co-Vice Chair  

Ann Sivapatham Epilepsy Action Treasurer  

Dave Maggs Headway Member 

John Meredith Dystonia Association Member 

Kate Steele Shine Member 

Melanie Andrews MND Association Member 

Rebecca Brown WNA  Awareness Raising Project Officer 

Diane Gleeson  WNA  Co-ordinator 
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WNA Membership 2020 

Member name Type 

Ataxia UK Full  

Chartered Society of Physiotherapy  Associate 

Child Brain Injury Trust Full 

Royal College of Occupational Therapists Associate 

Dystonia Society Full 

Epilepsy Action Cymru Full  

Epilepsy Wales Full  

FND Hope UK Full 

Headway Wales Full  

Huntington’s Disease Association Full  

Motor Neurone Disease Association Full  

Multiple Sclerosis Society Cymru Full  

Muscular Dystrophy UK Full 

Neuro Therapy Centre Full 

Parkinson's UK Cymru Full  

Shine Cymru Full  

SWWNA Reciprocal 

The Brain Tumour Charity Full  

The Cure Parkinson’s Trust Full 

The Neurological Alliance Reciprocal 

Welsh Association of ME & CFS Support (WAMES) Full  

 
 
 
Further information regarding membership of the WNA is available from the WNA 
Coordinator wnacoordinator@gmail.com 
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