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User needs and experiences during the COVID-19 Pandemic: Phase 1: March – June 2020 

Introduction and purpose 

This summary brings together insights gathered to learn about the experience of Bliss’ service users during the early stages of the COVID-19 pandemic: the 

period from early March to the end of June 2020. During this period there were very rapid and extensive changes in families’ experiences of neonatal care, 

before a more gradual settling into a steadier state. While this document focuses on this initial period of rapid change, it is important to note that the 

typical experience of families after this period, from July 2020 to now, is not yet the same as it was before the pandemic. 

We have captured families’ experiences and the impact of our response to these changes through analysing service usage and activity data, and reviewing 

stakeholder feedback received from both families and health professionals across our channels and from all areas of our work. The principal purpose of this 

paper is to identify learning which will help us to meet the most important needs of families now as well as to adapt to the ongoing situation of the 

pandemic as it continues to evolve.  

We have identified 5 key themes which have emerged during this period: 

1. Restrictions to parents’ access to their baby on the neonatal unit 

2. Increased need for accurate and timely information about COVID-19 and the pandemic 

3. New and significant barriers to accessing support from Bliss and other services normally available to families on the unit and at home 

4. Increased need for emotional and mental health support amongst parents 

5. Families whose baby has recently been discharged from neonatal care are experiencing more isolation 
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Further detail for each theme is summarised below, setting out: the context; how we responded; what the outcomes and impact were; and key insights and 

lessons for the future. 

Next steps 

We will be using these insights to inform our future work, in particular: 

- Planning for a potential second wave of the COVID-19 pandemic, anticipating how this may affect families and neonatal care, and setting out how 

babies and parents should be best supported during this period 

- Ongoing and future service development to better meet the needs of a broader range of families, both as the pandemic – and its related impact on 

neonatal care and families - continues to evolve, and beyond. 

 

Theme 1 - Restrictions to parents’ access to their baby on the neonatal unit 

Significant restrictions were imposed during March, and continued throughout the period, on parents’ access to NNUs and involvement in their babies’ care 

(for detail see policy statement). These were applied differently between units and changed over time.  

How did we respond? 

• We developed a position statement making recommendations to neonatal services to maintain as much parental access and involvement as 

possible. This was shared among HCP networks and MTP stakeholders to inform local policies & decision-making, and was used to influence 

national guidance from RCPCH and BAPM.  

• We used this position statement to help provide information to families, typically via email and by including it prominently in our COVID-19 website 

information.  

• We established the ‘Parents aren’t visitors’ campaign, to address how wider societal restrictions and impact on family finances exacerbated existing 

barriers to parents being with their baby as much as they want to be. Campaign activity included a petition calling for a broad package of 

Government support, evidence given to the petition committee, proactive engagement with MPs and ministers, and with the Northern Ireland 

Executive.  

• Other activity highlighting impact of COVID-19 on access and involvement, such as a submission to Health and Social Care Committee enquiry on 

delivery of services during COVID-19 and beyond, and a submission to Women and Equalities committee on impact of COVID-19 on those with 

protected characteristics 

What was the outcome / impact? 

https://www.bliss.org.uk/health-professionals/information-and-resources/parental-access-covid19
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• Position statement: 

o Significant changes to national guidance, from both BAPM and RCPCH, including recognition that parents should never be considered visitors, 

confirmation that policies should not exclude parents from care, and recommending a nuanced approach regarding use of face coverings 

o Bliss statement embedded in several ODN COVID-19 response documents, and in the Scottish Government remobilisation framework. 

o Feedback from some units and ODNs that the statement has been useful in negotiating more open policies with their Trust. 

o Restrictions are still varied and, in some places, still allowing parents extremely limited access to their babies. However, a growing number of 

units are reporting unrestricted access &/or enabling both parents to be present together at least some of the time. 

 

• Parents aren’t visitors campaign 

o Over 4,200 signatures  

o Secured local and national media coverage  

o 2 questions asked to Secretary of State for Health & Social Care Matt Hancock in Parliament 

o 9 PQs tabled by 3 MPs 

• Recommendations made to the Government through the Petitions Committee report to introduce a pilot of Neonatal Leave & Pay and ensure 

parents have access to rapid testing. 

Key insights / lessons: 

• It is clear from feedback that there was demand for a strong statement from Bliss on this issue, and that our ability to develop one quickly 

influenced national guidance from professional bodies, bringing the needs of babies and parents to the fore of thinking 

• Anecdotal feedback from health professionals has also reinforced the impact that Bliss’ statement was able to have locally in Trust negotiations, 

with no-one else playing this role of baby/parent advocate so strongly 

• Combining policymaker/health professional-focused activity with a parent-facing campaign worked well, signalling clearly to parents that we 

understood their situation and demonstrating that we were actively working to address this. 
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Theme 2 – Increased need for accurate and timely information about COVID-19 and the pandemic 

Parents and families, both those with babies on the neonatal unit and those with older children, have had far greater than normal need for information, 

including: 

• Information about a series of rapid changes to rules and practice relating to the maternity and neonatal experience, from partner access in 

antenatal care through to use of PPE on units.  

• Information about the risk of infection and illness relating to the virus, especially for babies and children with conditions such as Chronic Lung 

Disease, and to help navigate complicated guidance for vulnerable and shielded groups. 

How did we respond? 

We have developed COVID-19 website information based on information from the government, RCPCH, BAPM and other sources. It provides answers to 

common questions for families with a baby on the unit or at home, and families with older children. It covers vulnerability, shielding, parent access, changes 

to healthcare practice, and signposts to information about work and finances. It was first uploaded on 17 March, and has been kept up to date as medical 

knowledge, guidance and regulations have changed, and as we have learned more about the needs of families. We also sent an emergency mailing to all 

units of 3,000 ‘About neonatal care’ booklets and 15,000 business cards showing how to find our information, in April.  

 

What was the outcome / impact? 

• We have supported a lot of people with this information. There have been 37,000 unique page-views in the period, around a quarter of these in the 

first two weeks. 

• In particular, we have helped people with shielding.  

• 35% of views have been by men, a much greater share than the typical 20% for our information. 

• This information has been the basis of other support via email and social media. 

 

Key insights / lessons 

• There is a strong and sustained demand for information about COVID-19. This looks likely to continue for some time. We’ve been able to meet this 

need with existing systems, in a way which has proven to be scalable. 

• This information is engaging with a slightly different group of users, including more men. 

• Due to the nature of the pandemic and its effects, we have developed information relevant to an additional demographic - parents with older 

children (former neonates) - than we would typically support; this information has been welcomed and received high views and engagement. 

• This information is vital to our other support services functioning effectively. 

• This information, and the process of developing it, helps inform other areas of work, such as policy, campaigns and healthcare engagement.  
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Theme 3: New and significant barriers to accessing support from Bliss and other services normally available to families on the unit and at home 

 

Some face-to-face services normally available to families, including Bliss Champions, have been moved to digital or suspended, including psycho-social 

support. Parents are likely to be less aware of the services that are available, and changes have made it more difficult for healthcare teams to signpost. 

How did we respond? 

We have set-up face-to-face support via video call, for families both on the unit and at home, and increased capacity to support people using our other 

existing channels – promoting our email support and prioritising support content on social media. We’ve kept in regular contact with healthcare 

professionals to promote our services, have created a targeted Facebook promotional campaign, and distributed 700 posters and 20,000 business cards. 

What was the outcome / impact? 

• Feedback from parents who have spoken to volunteers via video call has been positive. These calls have provided a much-needed space for parents 

to talk to someone different, and ask questions, reducing worry and isolation. There have been several repeated calls. 

• Whilst the reach of the video-calls is increasing, it remains much lower than the reach of Bliss Champions on units. 

• Our support via social media is successfully engaging families. We’ve posted 115 times across Twitter, Instagram and Facebook. The average 

Facebook post reaches 9,000 people and generates 360 likes, shares or comments, a level of engagement which compares positively with other 

content. Many posts have generated peer support from within the Bliss family. 

• We’ve seen roughly double the expected number of support emails, relating to a much wider range of subjects than normal; although numbers 

remain relatively low as is typical of this service.  

• There has been a significant increase in demand for our non-COVID-19 information for parents – 8% more views than the previous quarter and 15% 

more than the same period last year. 

• We’ve seen a disproportionate increase in men accessing information – up 175% on the same period last year. 

 

Key insights / lessons: 

• It is difficult to reach families with a remote support service; this may be because of low awareness, technological barriers, and the lack of 

‘immediacy’ in booking a remote appointment compared to speaking to a Bliss Champion directly. There is some evidence that as things settle and 

awareness increases, reach will improve; although this is unlikely to reach as many families as our Bliss Champions do directly on units.  

• The video call service is an effective response to the needs of individual families at this time, given the restrictions on face-to-face support.  
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• Anyone from any location, and those at home as well as on the unit, can be supported with a video call. In common with other providers, we’ve 

therefore found it possible to increase the reach of these services to a wider group of users.  

 

Theme 4: Increased need for emotional and mental health support amongst parents  

 

The pandemic has exacerbated the range of emotions typically experienced by parents of babies in neonatal care, including anxiety, worry, isolation and 

stress. This has been driven by a range of factors including restricted access to units for parents and other family, less access to information and support, 

and fear and uncertainty around the virus and the potential impact of the pandemic on their baby, as well as on work, finance, education and relationships.  

How did we respond? 

• Our email service has been promoted much more than normal and has been an effective way of providing emotional support to families, including 

signposting to providers of mental health and crisis support.  

• Our support via social media has focused on messaging that parents are not alone, to counter feelings of isolation in particular. It has linked parents 

to others who have had similar experiences, provided positive encouragement, and signposted to Bliss and other information or services.  

• Our COVID-19 information provides clear, specific information which is easy to navigate, and signposts effectively, with the aim of reducing worry. 

• Our ‘Parents are not visitors’ campaign is likely also to have had a positive effect on mental health by showing commitment to the challenges that 

people are facing.  

 

What was the outcome / impact? 

 

There has been a 36% increase in views of our mental health information compared with the same period last year. 16% of emails about COVID-19 have 

been about parents’ mental health, with more than half of these coming in the first 6 weeks of the period. 

 

In general, we know from feedback that Bliss support – in normal times - helps with the emotional and mental health impact of having a sick or premature 

baby. Levels of engagement with social media during this period suggest that this has still been the case during the pandemic. The video call service is likely 

to have had a positive effect on the mental health of those parents who have engaged with it, as our volunteers are trained and experienced at providing 

exactly this type of emotional support and signposting.  

  

Key insights / lessons 
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• There has been a significant need for support with mental health, particularly early in the period. This included parents with older children.   

• There is evidence of positive engagement with our email/social media support, which is likely to have had a positive impact. 

• The increased demand looks likely to continue, though at a more steady level as access and support availability improves, and changes slow down.  

 

Theme 5 – Families whose baby has recently been discharged from neonatal care are experiencing more isolation 

 

There is likely to have been less support from voluntary and statutory providers as well as from family and friends during lockdown, and as a result of 

shielding. Many support services have been suspended, reduced or moved online. Many parents have been less inclined to leave home because of fears 

over vulnerability or shielding restrictions. Some families are likely to have felt less able to ask for medical support for children who have been unwell.  

 

How did we respond? 

Each of our services focussed on this stage in the journey to some extent. Our video-calls were made available to parents at home, and our promotion of 

the service focussed on this stage of the journey. Our social media support focussed on the isolation of this stage of the journey, encouraging peer support. 

Our information focusses on ‘at home’ families with information about shielding and vulnerability, as well as help with what to do if a baby or child 

becomes ill. Our information and social media activity directed people at home to our email service. 

 

We were also able to secure funding for a printed booklet about going home from the neonatal unit, which was ready to be distributed for free at the end 

of June. 

 

What was the outcome / impact? 

Our information about vulnerability, shielding and leaving the neonatal unit have been the most in-demand of our COVID-19 pages. We have seen a 31% 

increase in people visiting our non-COVID-19 pages about going home from the neonatal unit. We have responded to significant numbers of emails from 

people who are at home, with 45% of our emails in the period about vulnerability or shielding. We have managed to reach some families at home with the 

higher-level support of our video-call service, who would not have been reached at this stage by a Bliss Champion. 

Key insights / lessons 

• Parents are likely to have been more isolated in the few months after discharge, many significantly so.  

• This looks likely to continue as more families are discharged under these conditions, as many community-based services have still not restarted, and 

social distancing restrictions look set to be maintained, particularly contact in people’s homes.  



8 
 

• There remains a lack of parent-focussed information about vulnerability of children, and this remains a concern even as fewer children are asked to 

shield.  

• Our video call service allows us to reach families at this stage in their journey, and there is potential for this service to reach more of these families. 

• Information about going home (and COVID-19 information about shielding and vulnerability) is increasingly important  

• Better contacts with community-based healthcare professionals and service providers may help us to increase reach. 


