


	










The East Lothian Carers Strategy was developed with the intention of supporting carers to manage their caring responsibilities with confidence and in good health, and that they are able to have a life of their own.  
While the strategy outlines our vision for carers and the seven outcomes we want to achieve, the Action Plan outlines the practicalities of how these will be delivered.  Implementation of the actions within the plan will be led by the Carers Change Board, with support and feedback from carers and carers representatives.
Work on these actions will take place over this year and will only be achieved by continuing to build on the joint working that is already taking place, not just with our local carers organisations but with departments across the council, the NHS, and the wider community.
	Outcome 1: Carers are identified and can access support


	We said
	We did 
	Who/Co-ordinator

	

	Implement audit process for completed ACSP’s including feedback mechanism for information on where Carers Outcomes cannot be met
	In place and discussed as part of contract monitoring. Report on outcomes that cannot be met included as part of audit process not highlighting many as often ACSP submitted at time of request so outcome unknown at that point. Meaningful information should come as part of more regular and embedded review process. 
	Carers Strategy Officer and CoEL

	Continue to use Viewpoint to complete Young Carer Statements and use it to generate reports on YC Wellbeing and UNCRC Outcomes
	Viewpoint supported the creation of 260 YCS and 6 monthly reports
	Young Carers Service

	Continue to make carers information more visible and easily accessible
	Continuing, online content reviewed annually as part of carers week campaign or if significant changes
	Carers Strategy Officer, Corporate Communications Team

	Continue to review and update ELC Young Carers Website to ensure it is visible and easily accessible to all
	Website was reviewed on a quarterly basis and new information added as and when required
	Coordinator YC, Corporate Communications Team

	Develop a communications plan to publicise key messages
	Developed annually. Key communications around Carers week, Carers rights day and Young Carers Action Day
	Carers strategy officer, Corporate Communications Team 

	Work with our partners in primary care to encourage carer identification and increase signposting to sources of information and support
	Carers strategy officer and young carers co-ordinator both presented at practice managers meeting to make progress towards this outcome. Members of carers panel now working to share examples of good practice and support practices to make small changes that can be effective in supporting carers
	ELHSCP and CoEL carers panel

	Improve identification of carers in our community hospitals to identify carers, increase recognition of carers value throughout the persons stay and to support successful discharge planning
	Ward based hospital link worker role agreed and worker in place from June 2024. Very successful pilot project, feedback shared with Carers change board in Oct 2024 and from ward perspective in April 2025.  Funding to develop this role and increase reach through hospital volunteers as Carer Champions agreed for further two year period. 
Hospital discharge has been the focus of a huge piece of work with additional investment from Scottish Government. Called ‘home first’, this enhanced approach focuses on assessment and rehabilitation out with the hospital environment making raising awareness of carer involvement even more important at this time.  
Carer involvement is already a legal duty and well described in relevant policies so focus has been on practice,  increasing staff awareness through think carer training and hospital link worker role.
	ELHSCP and CoEL

	Work within communities to raise awareness of carers, referral pathways and their need for support
	Continued promotion of our carer support services through communications direct to the public and with partners. 
	ELHSCP and partners

	Work with our community partners to increase carer identification, including Day centres, sheltered housing, large employers and schools
	Focus for this year on employers. Promotion of carer positive events and working with local businesses to raise awareness of unpaid carers through our Proud to Care campaign in carers week 2024 and ongoing as part of the launch of Respitality in East Lothian.
	ELHSCP and partner organisations

	Our Young Carers service will continue their work with Associated Schools Groups and local C&YP services  to identify Young Carers
	An additional 270 YC were identified. 
	East Lothian Councils Young Carers Service and Education

	Work with children’s services to increase identification of Young and Parent Carers in the Childs Planning Process and the role of the named person in particular working closely with schools, health visitors etc
	Young Carers Service co-ordinator takes opportunities to increase identification of young and parent carers. 
Parent carer support workers from CoEL attended children and disabilities team meeting as well as presenting at wider childrens services briefing session to refresh links and raise awareness as well a
	ELHSCP and Children’s services

	Research models of implementation of Carer ID schemes, whether this should be done on local or national level
	Discussed with many local areas and partners who have implemented similar schemes. Review showed most efficient way to produce cards is through East Lothian Council Smart Card Team, process to be agreed and begin in 2025/’26. CoEL key to working with local businesses and attracting partnerships to support carers
	ELHSCP, national  carers  organisations and CoEL

	Young Carers to decide if ID scheme is a priority now costs established
	YC ID process agreed and first cards issued in Feb 25, communications around the launch as part of Young Carers Action Day.
	ELHSCP and partner organisations

	Consider barriers to different groups identifying and accessing support, including men, different ethnic groups, LGBT people and those with other protected characteristics
	Focus on LGBT carers, Young Carers service links with MYPAS to ensure support available for Young Carers with worries around LGBT
Promote peer support opportunity for LGBT carers through LGBT Health and Well being lgbthealth.org.uk
	ELHSCP and partner organisations




	Outcome 2: Carers are well informed and have access to tailored and age appropriate information and advice throughout their caring role


	We said 
	We did
	Who/Co-ordinator

	

	Continue to commission services to enable all carers in East Lothian to have access to advice and support throughout their carers journey on wide range of issues
	New contract awarded to CoEL, through competitive tender process, for adult carer support in East Lothian on a longer term contract to provide stability for carers, beginning in June 2025
	
ELHSCP  

	Review these contracts to ensure delivery of quality services to carers
	Process already in place for quarterly reporting and contract monitoring with providers.
As part of new contract for adult carer support development of Outcome based reporting agreed.
	Carers Strategy Officer

	Review numbers of Carers accessing advice and information services
	1134 individual carers supported in the 6 month period from October 2024 to end of March 2025
Information shared with over 5000 carers through regular mailings.
	Carers Strategy Officer

	Monitor numbers of ACSP’s and YCS being completed
	177 ACSP’s completed in 2024/’25
Carers accessing advice and information directly as above, in total information for carers shared with over 5000 carers through Carers of East Lothians regular mailing list
260 YCS completed through viewpoint, over 700 Young Carers now registered with the service

	Carers Strategy Officer

	Look at ways to offer support for carers to manage stress and distress behaviours while supporting people at home
	PDS groups led by Alzheimers Scotland are now offered to everyone diagnosed with dementia. Two groups were delivered in different localities over 2024/’25 and 100% of attendees went on to take up the offer of one to one post diagnostic support from Alzheimers Scotland.
Explored education around stress and distress with East Lothian Care Home Assessment and Support Team, no capacity within this or the Community Mental Health Team to extend education to carers. Large resource available from NHS Education for Scotland (NES) Responding to distress and distress in dementia resource – guide for carers.
Potential to use this as a starting point to developing a smaller resource with support from NHS Lothian dementia nurse consultant.


	ELHSCP, Learning and development, ELCHASE team,
NHS Lothian,
NES 

	Continue to develop clear pathways for carers to access both direct support and help developing an Adult Carer Support Plan (ACSP) or Young Carers Statement (YCS)
	Continuing, pathways well established and good awareness from teams of how to access these but continue to promote.
	Carers Strategy Officer, CoEL, Young Carers Service

	Develop range and availability of materials available to Carers, CoEL to launch online peer support forum this year
	Increasing range of materials available. Many printed and online resources, additional sources of information include:
Carer education programme piloted at Dementia Cafes in 2024/’25
Videos for Carers rights day
Peer support forum to launch summer 2025
	ELHSCP and partner organisations

	Continue to provide advice, information and support to maximise incomes for carers (and the people they care for)
	ELC’s financial inclusion team support aim to ensure people get the financial support they are entitled to and work closely with CoEL as well as other partners such as citizens advice to maximise access to benefits. They have regular contact with CoEL to share information and ensure carer support workers have the information to support carers for example through the financial assessment process for care at home. 
Carers continue to receive advice, information and support through CoEL’s welfare rights service.
78 YC families were supported to apply for benefits or issued with small hardship payments from YC budget.
	CoEL, Young Carers Service and ELC’s Financial inclusion team

	Monitor Carers access to benefits through CoEL support services
	Over the most recent 6 month reporting period (Oct 2025-March 2025) 289 carers received welfare rights advice from Carers of East Lothian and an additional 202 accessed their benefits enquiry helpline.
	Carers Strategy Officer and CoEL

	Continue to strengthen our support in line with the principles of Self Directed Support and direct Carers to advice on SDS and managing personal budgets through Lothian centre for Inclusive (LcIL) Living 
	Process to improve access to individual budgets in place Nov 2024.
Link officer for LcIL encouraging early referrals from social work to support individuals with their rights around Self Directed Support.
Updated information on Self Directed Support here:
https://www.eastlothian.gov.uk/info/210702/social_care/12855/organising_social_care/2
	ELHSCP, SDS improvement plan

	Ensure Young Carers needs are considered  in SDS awards
	Issue raised in meetings with Social Work Colleagues. Increasing integrated working with children services through Service and Practice Development Officer.
Children and disability team carry out whole family assessment process
	ELHSCP, SDS improvement plan

	Consider options for ensuring smoother transitions between services for Young Carers becoming Young Adult Carers (typically 18-25)
	Need identified at impact assessment session on commissioning process
Increased joint working and intergenerational events to introduce YC to adult carer support organisation
Specialist support required at this transition, funding agreed to Bridges project to continue their Young Carer support role.
Carers organisation considering how to increase offer of support to this group
	ELHSCP Young Carers Service, CoEL and ELHSCP Carer support

	Consider options for increasing presence of Carers representatives and information at point of diagnosis for different conditions
	Carers pathway OT was looking at opportunities but significant period of vacancy in this role so minimal progress.
	ELHSCP and partner organisations

	Research how other Local Authorities are supporting carers with end of life care planning, for the cared for person and for themselves.
	Key outcome of Planning for an Ageing Population engagement work was around palliative and end of life care, the Integration Joint Board accepted these recommendations in full in February 2025 and work will be taken forward by the palliative care strategy group and in line with the National strategy “Palliative Care Matters for all”
Full report available here file:///C:/Users/burtm1/Downloads/2025_02_20___Planning_Older_Peoples_Services___Final_Report%20(2).pdf
	








	Outcome 3: Carers are supported to maintain their own physical, emotional and mental wellbeing


	We said
	We did
	Who/Co-ordinator

	

	Improved promotion of ACSP’s and YCS’s, promoting the Carers Right to these
	Work to change culture, ACSP as the carers right and a tool to explore what matters to the carer not as a request for service. Introduction of new form has supported this ‘good conversation’
Video made as part of Carers Rights Day 2024 highlighting right to an ACSP/YCS
	ELHSCP, CoEL, Young Carers Service

	Support carers to promote their own health through ACSPs or YCSs and regular reviews
	Good conversation can help carers prioritise their own health and well being.
YC Statement and Review had a number of questions to promote discussion, reflection and personal action planning around YC own health.

	Carers Strategy Officer, Young Carers Service

	Audit of completed ACSP’s
	Audit process in place with CoEL
Information submitted to Scottish Government under carers census
	Carers strategy officer and CoEL

	Complete assessment/mapping of local groups, peer/buddy support and activities to assess where there are gaps in terms of conditions/areas.  Respond appropriately to address isolation amongst carers through more local groups, peer/buddy support and activities.
	Carers of East Lothian offer a comprehensive range of opportunities for peer support across the geographical area and with a focus on different groups such as parent carers and men who care. They listen to suggestions around different groups and respond where demand exists and resource allows.
Increasing collaboration with different groups such as MILAN (senior welfare organisation
	Carers Strategy Officer

	Work with individuals to ensure that the level and nature of care provided by young carers remains appropriate for their age 
	YC Statement asks specific questions around YC willingness and ability to care and any concerns are raised with Children’s Services. 
	Young Carers Service and ELC Children’s Services

	Continue to review East Lothian Rehabilitation Service’s new direct referral pathway for Carers to access an Occupational Therapy assessment in their own home
	Vacancy in this pathway has meant pause on referrals. Service considering how group support could facilitate delivery to more carers at an earlier stage.
	East Lothian HSCP rehabilitation service

	Liaise with local partners around what is offered to carers in terms of support around grief and loss
	CoEL secured funding to work with bereavement support services to support delivery of two sessions per month, on in Musselburgh and one on Tranent
	

	Monitor demand for CoEL counselling services
	24 carers accessed counselling services in the last 6 month period, with CoEL allocating further funding from Shared Care Scotland to increase sessional counselling and reduce wait time for counselling
	Carers Strategy Officer

	Promote carers employability needs in appropriate groups and highlight new local employability structure
	Local Employability Partnership restructure. East Lothian Works good relationship with Carers organisation and agreed inclusion of carers in promotional materials to highlight available support. Think Carer session delivered to East Lothian Works staff team.
	Carers Strategy Officer, Local Employability Partnership

	Employability for Young Carers
	Young Carers Service co-ordinator a member of East Lothian Youth Employment Group, a subgroup of the Local Employability Network
	

	Review training available to HSCP managers to better support staff who juggle work and unpaid caring roles
	NHS Lothian take a trauma informed approach and make use of a carer passport for employees so carer situation is understood and doesn’t have to be repeated if there is for example a change of personnel or role.
Practice shared with ELC Human Resources staff, would need adopted by Council Management Team
	

	Continue to develop materials to support Young Carers in schools
	Ongoing
	

	Help young carers secure the use of their own rights under additional support for learning legislation via the service My Rights, My Say.
	Ongoing
	Young Carers Service

	Support Young Carers who are eligible for Education Maintenance Allowance (EMA), Young Carers Grant and Young Scots Young Carer Packages 
	Supported YC to apply for YC grant. Schools supported YC to apply for Education Maintenance Allowance. All services encouraged Young Carers to apply for Young Scot YC Package. YC Service worked with Young Scot colleagues to improve application process.
	Young Carers Service, Education and partner organisations

	Provide Young Carers with free Enjoy Leisure membership and active school activities
	470 YC benefitted from free enjoy leisure membership and all school aged Young Carers had the option to attend any Active School Activity 
	

	Young Carers are prioritised by local mental health support services
	Agreed Young Carers to be priority group but asking Mental health team for evidence.
	

	Continue to look for new and varied ways of supporting carers well-being to enjoy time alone or with friends and family
	Extended the range of opportunities to available to YC and negotiated for key providers to offer discounts or free places. These include Fostering Compassion, Karele, Dukes Art School and Wilder.
	ELHSCP, Young Carers Service and CoEL



 

	Outcome 4: Breaks from caring are timely and regularly available


	We said
	We did
	Who/Co-ordinator

	

	Raise the profile of the importance of breaks from caring in supporting people to stay at home for longer
	Communications have focused on creative and flexible breaks and increasing opportunities for breaks from caring by supporting local organisations such as Venturing Out, MILAN and Circle
Focus on language and full range of opportunities for breaks, time for yourself,  to do something you enjoy or to rest.
	ELHSCP, CoEL, Corporate Communications team

	Review replacement care guidelines within social work to ensure these are applied consistently giving equity of service and consider Young Carers needs
	Replacement care policy published along with impact assessment report. Link to carers eligibility criteria and individual budget next step.
Development needed to include consideration of Young Carers needs 
	Carers Strategy Officer and adult wellbeing

	Consider Young Carers needs in relation to replacement care and access to SDS options
	See above
	Carers Strategy Officer and YCS coordinator

	Monitor innovative solutions to ‘breaks from caring’ through participation in Shared Care Scotland’s promoting variety programme and Health Improvement Scotland events
	Ongoing
	Carers Strategy Officer

	Continue to fund specialist short breaks support for carers so that all carers have access to information and advice on breaks from caring
	Increased funding from HSCP agreed and available through Carers of East Lothians Time for me grants. 
	Carers Strategy Officer/ Building better breaks advisory group

	Develop brokerage support around breaks from caring
	
	

	Launch respitality offers to carers
	East Lothian has the 4th highest number of carers who benefited from a Respitality break during 2024 despite being one of the smallest local authority areas and only joining the scheme in June
Respitality impact report available here: https://www.respitality.org.uk/news/2025/04/respitality-impact-report-2024/ 
	CoEL Building Better Breaks worker

	Increase access to personal budgets within the partnership to provide creative breaks from caring
	Process agreed in November 2024 to increase access to individual budgets through East Lothian HSCP but minimal requests as CoEL very successful at accessing funding through time for me and Carers trust grants (since early 2025).
Further work required in ensuring carers have access to personalised, flexible support in their own right.
	Carers Strategy Officer and ELHSCP

	Pursue options to increase availability of bookable residential respite to give break to carers who need this level of support
	Care home link officer works with all existing and new providers to encourage provision of bookable respite. Discussions ongoing with one provider around development of a dementia specialist respite service in East Lothian
	ELHSCP

	Continue to support the development of ‘Meeting Centres’ in Musselburgh and throughout East Lothian to offer support to people with dementia and their carers
	Development project ongoing until March 2026. Musselburgh Meeting centre well established although lack of pathway for ongoing support without a day centre for older people meaning meeting centre supporting more complex needs than intended.
Development work ongoing in Prestonpans and Haddington
	ELHSCP and DfEL

	Keep working with our existing day services, for older people, to expand the range of services on offer to support breaks from caring
	Most centres now offering blended model of day service including community Outreach focused on carer support.
Short pilot in Tranent not taken forward at this time
Supporting Ormiston to look at how they will offer this model
	ELHSCP and East Lothian day centres for older people

	Develop a day service in Musselburgh where there is an identified gap in provision
	Integration Joint Board agreed funding for this in 2023 but asked to cease in 2024 due to financial recovery process.
 Impact assessment showed significant negative impact so process instead paused. Link officer been working with community on proposal for integrated model, final decision from IJB expected May 2025
	ELHSCP

	Promote our Shared Lives scheme and continue to try and attract new paid Carers to this programme
	Local campaign successful in attracting 3 new shared lives carers in Dunbar.
No further locally targeted campaigns planned at this point but considered the best way of attracting new carers to the scheme.
	ELHSCP Shared lives co-ordinator and team

	Report on services outwith identified carers budget that directly support carers needs, to better understand full picture in terms of provision to meet carers needs
	Repurchasing through adult social work information system to identify resource supporting carers in terms of replacement care
	ELHSCP 

	Monitor numbers of Young Carers accessing breaks through opportunities and continue to expand the range of opportunities available in response to Young Carers feedback.
	Numbers of YC accessing breaks is rising and that range offered is a direct result of consultation with YC Advisory group and other YC feedback.
	Young Carers Service

	Support young Carers to attend the Young Carers Festival
	15 YC attended overnight in Aug 2024
	Young carers service

	Seek out new sources of Free Break from Caring Opportunities for Young Carers
	Secured New opportunities from Fostering Compassions, Karele, Dukes Art School and Yarrow Cookery School.
	Young Carers service





	Outcome 5: Carers are supported to have a life outside of their caring role and can achieve a balance between caring and other aspects of their lives


	We said
	We did
	Who/Co-ordinator

	What we will do for Adult Carers

	As part of planning process have more open and honest conversations about what is possible and what will meet individual outcomes
	Continues to improve joint working between carer support organisations and ELHSCP so carers feel supported through the process of accessing further support
	ELHSCP and CoEL

	Review numbers of carers accessing personal budgets to meet their personal outcomes
	Community Care Worker reviewing all ACSP’s shared with partnership and supporting carer through process of accessing personal budget or support for cared for person.
Number of personal budgets directly to meet carers needs (not through support to cared for person) remain very low, process introduced in Nov 2024 to encourage agreement to more flexible and creative use of budgets from ELHSCP, however CoEL access to Carers Trust grants at same point has meant they have been able to access more funding for carers through this route (up to £70,000 per year)
	

	Review application of eligibility criteria to carers needs with preventative support in mind
	Completed with input from around thirty carers, eligibility criteria published here  https://www.eastlothian.gov.uk/downloads/file/27361/eligibility_criteria_for_carers Ongoing work to link eligibility criteria to indicative budget for support
	ELHSCP and partners

	Support carers in employment by increasing awareness of carer specific issues through the local employability partnership 
o Access to advice and information 
o Promoting the achievement of Carer Positive Status across local employers 
o Promotion of flexible working policies that can support carers

	Advice and information through East Lothian Works
Difficulty attracting businesses to find out about carer positive, start with businesses engaged through offer of breaks or activities and build on this.
Legislation supports promotion of flexible working to support carers but more work needed to hear carers experiences of local employers.
	ELHSCP, carers orgs and employment support services

	Increase numbers of ‘Carer positive’ employers, encourage training opportunities for Young Carers and sign up to The Young Carers Covenant
	Carer positive sessions offered as part of carers week and when promoted through Carer Positive national events. Low uptake from businesses, need to promote benefit to business.
Report prepared and awaiting approval from CSP for it to go to Committee regarding ELC signing Carers covenant
	ELHSCP, Young Carers Service

	Develop carer positive checklist for small/medium employers
	Carer positive advised minimal evidence required for ‘engaged’ status and would suggest this is suitable even for small businesses.
	Carers strategy officer

	What we will do for Young Carers
	
	

	Work with schools to improve identification of young carers and to ensure both a flexible and understanding approach towards young carers needs and the provision of appropriate and tailored support
	Data from YC Statement shows that the majority of YC feel their schools understand their caring role and they have someone within school that they can talk to. 
Knox Academy is proud to be the first school in East Lothian to achieve the We Care; Schools for Young Carers, ‘We Recognise Care’ Award.  

	Young Carers Service, Education and partners

	Work with social work services to ensure that the cared-for person is in receipt of appropriate support (from either Adult or Children’s services) to both protect young carers from age inappropriate caring roles and to enable them to have a life outside their caring role
	Worked closely with social work and other services supporting families to ensure our most vulnerable YC receive the right support at the right time. 
	Young Carers Service, Children’s Services

	Develop services to provide specific transitions support for older young carers as they enter adulthood and to achieve and sustain positive destinations outside of their caring role
	Have worked with Skills Development Scotland and East Lothian Works staff to ensure YC are part of the “No-one left behind” monitoring and support provision.
	ELHSCP and partners, CoEL, bridges




	Outcome 6: Carers are respected by professionals as ‘Partners in Care’ and are appropriately included in the planning and delivery of both the care and support for the people they care for and services locally


	We said
	We did
	Who/Co-ordinator

	

	Continue to deliver ‘think carer’ training sessions to staff and promote new NHS Education for Scotland Equal Partners in Care training modules
	 6 Think Carer sessions delivered in 2024/’25 including East Lothian Works, Enjoy Leisure and Musselburgh Citizens Advice Bureau.
Developing ‘bite size’ input that can be delivered for example at team meetings reducing non attendance due to service pressures. 
Equal Partners in care modules hosted on TURAS and open to anyone, promoted through workforce development but unable to make these mandatory for staff and can’t gather statistics on completion from TURAS.

	ELHSCP and NHS Lothian

	Encourage Education Staff to complete Education Scotland Young Carer Personal Development Modules
	Continue to promote this at every opportunity. 
	Young Carers Service

	Raising awareness with professionals so every interaction is an opportunity to treat carers as partners in care
	Through Think Carer and Equal Partners in care education programmes and informally by staff through attendance at local forums and groups. 
	

	Review the extent that carers are treated as partners in care within ACSP and YCS and feed back to services results from these
	As part of 6 monthly audit
	

	Identify key HSCP services and discuss appointment of Carer Champions, continue to encourage schools to identify Young Carer Champions
	No official carer champion programme has been developed. Carers OT pathway has been key to raising the carer agenda in NHS teams
A number of schools have a Young Carers Champion providing additional support to YC.
	

	Identify training available for carers on the conditions effecting the people they support and how to offer appropriate support and any other identified areas
	Opportunities for training shared through ELHSCP and CoEL social media. 
CoEL collect data on requests for training and deliver a diverse range of education opportunities including trauma informed parenting and crisis handling awareness.
Carers linked to national sources of support and information where condition specific education not available locally.
	

	We will support carers to have a have a say in the development
t and delivery of services in East Lothian by: 
o Maintaining the standards for engagement set out in our Engagement policy 
o Ensure that carers are both represented and supported to be involved in the HSCP strategic groups 
o Engage with CoEL “Carers Voice” group on service planning and delivery: o Increase avenues for Young carers feedback including the Young Carers Forum
	Ongoing
Carers organisation gathers views to feed into improved impact assessment process, for example ELHSCP transport policy which was updated based on this feedback
Following completion of the Planning for an ageing population, creation of the independent community panel was recognised as a key success in this process and this group is exploring how it might continue with a more general purpose around community health and social care planning, key members include chief executive of CoEL.
CoEL’s Carers panel and the Young Carers Forum have been a key engagement partner in strategy development and updates.
	

	Ensure through Service Specifications that all registered and HSCP care services capture feedback from carers as well as from users of services and have forums to engage with key stake holders
	Ongoing


	

	Plan awareness raising events for Carers week
	June – annually
This campaign has been growing year on year, referrals to CoEL were double the average in this week 2024
	

	Play an active role in local Health and wellbeing groups
	Ongoing
Strategic planning and commissioning officers are allocated to each area Health and Well being Group
	ELHSCP, Planning and performance team

	Work with community organisations to share information
	Through contract monitoring.
HSCP broadening internal ‘Comms connected’ newsletter to include many community partners, promoting regular information sharing with local communities, HSCP section included in CoEL newsletter
	ELHSCP 

	Facilitate relationships between 3rd sector organisations and carers
	Good examples include; Mental Health Partners Group and Children, young people and families forum.
	ELHSCP 

	Promote positive role of social work to promote understanding and engagement
	Improvements to social work public facing online materials. 
	ELHSCP

	Work with Community Learning and Development team to highlight carers needs within the learning and development plan for 2024- 27
	https://www.eastlothian.gov.uk/downloads/download/13503/community_learning_and_development_plan
The plan does not reference unpaid carers specifically but identification of vulnerable groups and learning opportunities for all. Link is through East Lothian Works who are leading on much of this work. 
	

	Increase avenues for Young Carers feedback, including the young carers forum
	Ongoing
	Young Carers Service






	Outcome 7: Local communities are supported to be Carer friendly


	We said
	We did
	Who/Co-ordinator

	

	Work within communities to raise awareness of carers, referral pathways and their need for support.
	Through forums and groups, work in this year around carers rights in supporting people with mental health problems. Mental welfare commission now include community mental health teams in inspection process and emphasise need for carer involvement.
Locally, carer focus in mental health partners group session and inclusion of carers in planning for Single Point of Contact for mental health services.
	
ELHSCP and carers organisations

	Plan and support Carers week events
	Annually, info above.
	ELHSCP, Strategy officer and Corporate Communications

	Develop and distribute information for carers in spaces carers spend time
	Ongoing
Development of information hubs being led by public health, carer information key aspect
	

	Encourage the development of local peer and buddy groups for carers
	Ongoing
New developments include; CoEL Men Who Care, MILAN senior welfare organisation peer support group and Venturing Out, outdoor adventure group
	ELHSCP and partners

	We aim to make accessing information and support easier and more streamlined by: 
• Joining the dots between community services 
• facilitating the relationships between third sector organisations and carers 
• Working with community organisations to share information
	By attending local forums and groups links are made between organisation supporting carers and opportunities for increasing carer awareness are taken
	Carers strategy officer and carer support teams

	Identify large local businesses to encourage to work towards Carer Positive status. 
	Local businesses invited to Carer positive information sessions.
CoEL joined chamber of commerce to try and engage local businesses
Information shared with local businesses through economic development newsletter during carers week 2024.
	Carers Strategy Officer

	Discuss progressing East Lothian Councils Carer positive status from engaged to established.
Sign up to the Young Carers Covenant would support this
	ELC not progressed Carer Positive agenda in this year, accredited at engaged level. 
Report on the Young Carers Covenant awaiting approval from Children’s Strategic Partnership for it to go to Committee
	ELC

	Promote the role of Volunteer Centre East Lothian as our Third sector interface and continue to support their ‘Community First’ community support model
	Community First key to pilot project through Care at Home locality project, findings reported to care at home Change board early 2025. Care at Home strategy should set out how community support promotes early intervention and prevention reducing the need for more formal supports. 
	ELHSCP and VCEL

	Support Dementia Friendly East Lothian in their aim to make our communities great places for people with Dementia and their carers to live, visit and work in
	Development project around meeting centre model has focused on Musselburgh but exploring development in Prestonpans and Haddington. Challenge has been identifying people early to offer support based on the adjusting to change model
	ELHSCP and DfEL



Glossary of terms 
	Abbreviation
	Full text

	ACSP
	Adult Carer Support Plan

	C&YP 
	Children and Young People

	CoEL
	Carers of East Lothian

	DfEL
	Dementia Friendly East Lothian

	ELC
	East Lothian Council

	ELCHASE
	East Lothian Care Home Assessment and Support Team

	ELHSCP
	East Lothian Health and Social Care Partnership

	EMA
	Education Maintenance Allowance

	ID
	Identification

	LGBT
	Lesbian Gay Bisexual Transgender

	SDS 
	Self Directed Support

	VCEL
	Volunteer Centre East Lothian

	YC
	Young Carer

	YCS
	Young Carer Statement and Young Carers Service

	UNCRC
	United Nations Convention on the Rights of the Child
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Dementia is disabling, both as a progressive illness and in terms of social
exclusion, and the ensuing isolation and loneliness for the carer can be
devastating. But there is help to be had and this resource is an excellent
place to begin.

Knowledge is power: it makes all the difference in the world if you know what to expect.
As carers we are learning all the time, but just don't realise it! This resource highlights that
learning curve and by working through it, not only will you gain confidence about your own
abilities, but also the self-assurance to manage this new dementia world of yours.

When | think back on my own internal processes during those early years, | realise | was

so resistant to looking at anything on the emotional level: | could barely cope with what
was happening around me, never mind trying to understand deeper issues. But once |
understood there was a way to deal with all of this, it made life much easier, not only for me
as the carer, but also the whole family.

There is no doubt in my mind that as | learned more about how to cope with dementia, so
the burden of caring seemed to decrease; and that with awareness came resilience, so that
instead of thinking (and resenting) that my life was on hold, or that | was alone, or that | had
lost everything that was dear to me, | understood we were simply on a different route on
this dementia journey of ours.

So begin reading: this resource will give you the benefit of what carers going before you
have learned - you really shouldn’t have to reinvent the wheel! Remember understanding
will make a difference to both your life and the person for whom you are caring. It all
begins with knowledge ...










The majority of people with dementia are looked after in their own homes
and community with their care provided by ‘caregivers’ who are in the main
family or friends — this is likely to be you. There are many helpful resources
that caregivers can access which can help them in their caregiver role

and journey. These resources and supports can be written leaflets/books,
carer support groups or even a cup of tea with a friend. The ‘Coping with
Dementia’ booklet by NHS Health Scotland is another practical resource that
covers a variety of issues which you may find helpful. We hope that our
resource is a helpful addition to these.

This resource is not designed to advise you how to be a caregiver to the person you care
for. It is also not designed to tell you how to care for someone with dementia. This is a
new guide for caregivers of people with dementia which aims to provide caregivers with
information that is known to be helpful when responding to stress or distress within the
person with dementia and yourself.

We know and understand that providing care for people with dementia can be a challenging
and emotional experience. The first difficult stage can be accepting that the person you

care for has been given a diagnosis. Post-diagnostic counselling and support from health
professionals can be invaluable. Sometimes however it can feel like no-one understands or
realises how difficult it can be. At times it can feel as if you are on a roller-coaster as your
emotions go from sorrow, to anger and to joy.





When caregivers experience distress or difficulties in providing their caregiving role, it is
usually due to a sudden change in behaviour, ability, physical health, or emotionality within
the person they care for, or within themselves, which can be unexpected or surprising. It is
also usually when the person they care for appears to behave or act in a way that indicates
they are distressed, or in a way that causes caregivers stress or distress.

We aim to provide practical information to ensure you have as many caregiving ‘tools’ as
you can, to reduce the amount of stress or distress experienced by both you and the person
you care for. We also aim to give you guidance as to when you need to access more help in
your caregiving role.

We hope that the information in this guide signposts you to the appropriate people and
services that can help you when you need it. We know that carers do not access services
when they need it, as they are unsure when they should contact someone. This guide
should hopefully make this clearer, to ensure you are supported as you should be.

Throughout this guide there are different additional sources of information you might like to
explore for yourself. If you are reading this guide on a computer connected to the internet
you can instantly access this information and read it for yourself simply by clicking on the
hyperlinks (titles) throughout the text. You can save this onto your computer — or even your
smart phone as this is an Acrobat PDF. We have also provided a list of useful documents and
websites for you at the end of this resource.

Remember, this guide does not aim to teach you what dementia is or the various important
aspects of enabling and supporting the person with dementia. This is covered and discussed
in other resources produced nationally.





The resource is separated into five different sections. You need not read
these in a specific order. We hope that the resource is designed in a way that
you can pick up and read about a specific aspect that you are searching for.

What is stress and distress in dementia?

SECTION 2
How do | try to prevent stress and distress in the
person | care for?

SECTION 3
How can | respond to the person | care for when
they display stress or distress?

SECTION 4
How can | respond to my own stress and distress?

SECTION 5
How can | care for myself as a caregiver?





Useful Websites:

Alzheimer’'s Scotland: Action on Dementia - Alzheimer Scotland
www.alzscot.org/

Coping with Dementia: A Handbook for Carers - produced by NHS Health Scotland
www.alzscot.org/pages/carer.htm

Alzheimer’s Society: Alzheimer’s Society- Leading the fight against dementia
http://alzheimers.org.uk/

Dementia UK: Life Story Work.
www.dementiauk.org/information-support/life-story-work/

CST web-site: An Introduction to Cognitive Stimulation Therapy - CST
www.cstdementia.com/

Dementia Activity Tool Kits
www.knowledge.scot.nhs.uk/media/CLT/ResourceUploads/4002326/Dementia_Activity_
Tool_Kits%5b1%5d%5b1%5d.pdf

Dementia Friendly Communities
www.adementiafriendlycommunity.com

A Carers Voice
ww\Ww.acarersvoice.com





The Decision tree. Dr M.Bird, Heal, Barnett & Davidson, Dementia Services Development
Centre Wales. Bangour University. Reproduced with permission of Dr Michael Bird.

Excerpts from Understanding Behaviour in Dementia that Challenges,by James (2011) Jessica
Kingsley Publishers, London and Philadelphia. Reproduced with permission of Jessica Kingsley
Publishers.

Excerpts from ‘When a family member has dementia: steps to becoming a resilient caregiver’
McCurry S (2006). Reprinted by permission of the Copywrite Clearance Centre.

Development and validation of the Caregiver Guilt Questionnaire by Andrés Losada, Maria
Marquez-Gonzalez, Cecilia Pefiacoba and Rosa Romero-Moreno. Cambridge University Press.
Reprinted by permission of the Copywrite Clearance Centre.
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L. Teri, Ph.D.; University of Washington).










SECTION 1

WHAT IS STRESS AND
DISTRESS IN DEMENTIA?






INTRODUCTION

In this section we will look at what Stress and Distress in Dementia means
and what stress and distress might look like. We will outline the potential
causes and triggers, and who experiences it. We will examine how you might
understand it and through case examples, identify when you may need to
access help to support yourself and the person with dementia.

How will this be of benefit to you?

By the end of this section we hope you will be able to:

1. Feel confident in understanding what stress and distress may look like in the person you
care for

2. Use the decision tree when you need to figure out who is experiencing stress or distress
that needs to be addressed

3. Use this section as a reference guide to consider whether the person you care for has a
medical issue that needs to be looked at

4. Have an understanding that the person with dementia may be communicating unmet
needs and to think in these terms when considering their behaviour

5. Recognise the importance of gaining access to professional support and interventions to
alleviate stress and distress rather than continuing on your own...... and who to contact!





We term it ‘stress and distress in dementia’ because
that includes both feelings of the person with
dementia and their caregiver. We refer to this as
‘stress and distress in dementia’ and ‘distressed
behaviour’ throughout this resource. This is because
some behaviours clearly indicate that the person
with dementia is stressed or distressed (by crying or
shouting, withdrawing away from others) but also
recognises, unlike the other terms, that the caregiver
can experience stress or distress, even when the
person with dementia is not experiencing distress!
For example, it may distress a caregiver that their
relative no longer recalls their grandchild, yet the
person with dementia may not seem distressed

by this. We also prefer this term as ‘challenging
behaviour’ seems to label people with dementia as a
‘challenge’. As we proceed you will see that usually
the distress is trying to communicate something else
entirely!

People can express stress and distress in dementia in
many ways and this can vary between people. For
one person it may involve shouting at other people,
while for another, it may be that they become
withdrawn and unresponsive to those around

them. For example, Bob who recently returned to
live at home following an admission to hospital,
frequently paces the floor, follows his wife around
the house and appears generally agitated. This can
be viewed as Bob experiencing stress or distress,

as he only started behaving in this way a couple of
weeks ago. Prior to his admission to hospital he had
been physically active, walking outdoors and playing
bowils regularly. He had also been a very sociable
and amiable person who met up with friends and
family on a regular basis.





Some people can perceive distressed behaviours as aggressive, and can be frightened

of the person displaying these. Not all distressed behaviour is aggressive however and

most aggressive acts are due to anxiety or indicate that the person with dementia feels
threatened. Pushing people away, or hitting, can actually be a way of communicating ‘stop. /
do not like this".

“it is about understanding
why the person you care for
does things....they don't
do it because they want

to cause you stress. . .it is
because of the illness”

Susanna, a caregiver
vl

Often there is more than one behaviour that is distressing to caregivers or the person with
dementia.

If someone appears distressed, agitated, angry, or anxious, it can be difficult to know how to
respond when attempting to help the person. This can in turn, lead to you as a carer feeling
worried or unsure about whether you are responding in an appropriate or helpful way and
can add to the stress of the situation. Each situation is different, as is each individual carer or
person with dementia, so often there can be more than one potential response or solution to
the issue. Ultimately, you as a carer are attempting to do the best you can, in what can be a
difficult and stressful role at times.





Think about how you like to be supported by others when you feel angry or frustrated:
Is it best to leave you alone?

Can you think of someone you know who needs to talk it out, or even seeks out other people to make them
feel better about something that is bothering them?

Every person is different in how they respond to experiencing strong emotions.

Now consider someone who has dementia who feels distressed, agitated, angry, or anxious. People with dementia
can have difficulties in communicating what has caused their emotions. The way they may act when feeling
distressed may be viewed as ‘challenging’ by other people, carers and loved ones. This is because it can be a
challenge to us to know how best to respond to this distress, in order to resolve the issue and/or help the person
with dementia to feel better.

It is important for us to understand the causes, triggers, and ways of responding to stress and distress in a person
with dementia, as dealing with this poorly can cause further emotional distress for the person and/or cause
significant distress for carers. Obviously, any distress experienced by you as a carer has the potential to affect the
person with dementia in turn, since if you are stressed, you are unlikely to be able to offer the best care you would
wish to.

Our perceptions of something that is difficult to manage can differ between people and
therefore it can be helpful to ask yourself the following questions first:

For example, is it really a problem that Eileen asks her caregiver Margaret what she is doing 20 times a
day? For Margaret this was a problem because it was frustrating initially. However, once she learned that
Eileen kept asking because she had either forgotten the answer, or was trying to initiate some conversation
due to boredom, her frustration reduced and she thought ‘no, it isn't much of a problem really’.





"I buy cheap crockery and
glasses now because of
lots of breakages, so | don't
get upset if crockery gets
broken”

Susanna, a caregiver

Another example, relates to Jim who reported great stress at having to stop Irene from
unloading the dishwasher, since she was putting items away in the wrong place, being a
bit clumsy and chipping the plates. Irene would become angry at Jim when he tried to stop
her from doing this task. She always emptied the dishwasher, ‘who was he to stop her’ she
thought? She started to push him out of her way when he tried to take over. Trying to stop
Irene from a completing a daily task caused her to become aggressive. We asked Jim, is it
really a problem that dishes are put in the wrong place, or if the plates get a few chips? Jim
decided it wasn’t and replaced their ‘good china’ with other crockery which he didn’t mind
being damaged.

@ Who is it that finds the distressed behaviour
problematic?

= Are there external factors that are challenging to the person with dementia?

= |s the behaviour compromising the safety of the person or others?

"he does things ways that | wouldn't do it...but | have realised that it doesn't matter...I go back
and re-do things when he isn't there if it is something that matters”

A caregiver






WHAT DOES IT LOOK
LIKE?

As you have already seen, distressed behaviour varies greatly from person
to person and as mentioned, one person may perceive the behaviour as
distressing whilst another person does not. Research tells us that there are
some behaviours, which might indicate distress in a person with dementia
and which are commonly identified as being ‘distressing’ to carers.

These include:

= Shouting = Pacing
= Repetitive questioning or behaviours = Being withdrawn
= Agitation = Not sleeping at night

= Aggression = Frequent crying

"It was when we were diagnosed....we both received that diagnosis! Even though only he
had dementia”

Susanna, a caregiver

For example, Alec who recently began pacing back and forth across the floor of his
bedroom, has also started to follow his wife Jess around the house and appears generally
agitated. This can be viewed as Alec experiencing stress or distress, as he only started
behaving in this way a few weeks ago. Prior to this, he was happy in his own company and
usually preferred to spend time alone in the living room watching TV whilst Jess cleaned up
the kitchen.





“my husband now flirts

with women which he
wouldn't have ever done
before, he thinks he is being
charming, but it causes me
stress so | don't go with

him to restaurants anymore
because | know he will hit
on the waitress , it is the only
way | can cope”

A caregiver

For caregivers, it is common to become distressed when the person you care for has been
diagnosed with dementia. It is particularly distressing when the person you care for displays
some of the difficulties described, or experiences a change of personality, forgets the names
of family members or events important to you, or does not appear to take into account your
needs.

Alison, for example, who is married to David finds it distressing to see him picking at his
clothes constantly. Because she is unable to reduce his ‘picking” and sees this as David being
distressed within himself she can sometimes find herself shouting ‘would you stop picking
your jumper!” and walking away. Only to find seconds later that she is now distressed at
having shouted at him.

For Susanna, she became distressed mostly when James ‘confabulated’. Confabulation is
a term used to describe the unconscious filling in of gaps in memory by telling imaginary
experiences. This is a common occurrence in people with dementia.

"l used to say he was lying through his teeth...| didn't realise it was confabulation... | screamed at
him‘stop lying'and he looked at me with bewilderment and then | realised he didn't realise it
wasn't true...then | realised it didn't cause any harm and I let it be”

Susanna, a caregiver






Stress & distress can be experienced by the person with dementia and/or by you or other
carers/family members. It’s important to try to work out who is distressed, as this will affect

how to respond most appropriately.

The person you are caring for may display behaviours

which are distressing to themselves, to you or to
both of you.

As we have already seen, distress can be
demonstrated by the person with dementia in a
variety of ways. Indeed, stress & distress may also
be shown by you in a variety of ways. Think for

a moment about yourself... how do you usually
behave when you are feeling stressed or distressed?

Some people may become quiet and introverted,
they may stop communicating with others or

stop looking after themselves. Other people may
rush around frantically from one task to another,
ruminating (thinking over) over tasks to be done or
tasks not done ‘well enough’, maybe you mutter to
yourself as you think about things. Do you feel like
your mind is racing and you are easily distracted?

You may find that you can't sleep as well as before
or you may have physical signs of stress such as
feeling your heart racing more often than usual,
more headaches, sighing often, feeling exhausted.
You may find that some of these are more common
for you than others or you may find that you seem
to switch between these signs of stress.

The important point here is that you work out who is
stressed and distressed so that you then know where
you can start to make changes for the best.

Psychologists at Bangor University have proposed
using a ‘decision tree’ as a way of working this
out (Bird, Heal, Barnett & Davidson). This has
been adapted here, for you as the main carer the
following process might be helpful:





The Decision Tree

Is the behaviour causing distress for... '
The person who

I it's not distressing Very distressing Mildly distressing

for the person or for : :
. . to yourself and or only distressing
yourself this behaviour T to you

can be left alone

o . . Respond to your own distress
Action is required to reduce the distress for the person & Iepave theybehaviour alone
(see section 3) & for your own distress [see section 4] (see sections 4 & 5)

Key Message

It can be easy to miss withdrawal or apathy in people with dementia, but this is also a sign
that they are distressed. Symptoms indicating withdrawal/apathy can include a sudden loss of
interest in previously-enjoyed activities and people, frequent tearfulness, reduced eye contact,
increased sleep, and isolation.





WHAT CAUSES STRESS &
DISTRESS?

Stress & distress for the person with dementia may be caused by
biological, psychological, social or environmental factors or a combination

of these

Social/
Environmental
Factors

Psychological
Factors

Let’s take a look at each one...





un

Biological factors refer to anything that

occurs within that person’s body. In dementia,
biological changes can be the most common
reason for stress or distress. For example, if a
person with dementia is experiencing pain, is
constipated, dehydrated or experiences side
effects of some medications, this can cause acute
confusion.

Often when most people are in pain, we can respond to this independently i.e. we might get
up and go to the nearest pharmacy, explain what is wrong and get suitable medication. If we
can’t get medication, we might put a hot water bottle on the site of the pain, or a cool cloth
on our forehead if we have a headache.

Imagine you are unable to identify where the pain is coming from or work out how to
respond to your pain. Imagine you are unable to make a plan to get to that pharmacy for
help, unable to ask directly for help and unable to find your hot water bottle or make up a
cold compress at home. How would you feel if you were in pain and unable to get any pain
relief? Agitated? Upset? Even if someone was trying to help you, you might want to protect
the site of pain from the touch of others, such as when someone came too near you might
feel the need to hit out to protect yourself and if someone did touch you, you might cry or
shout out in response. Biological factors such as pain, constipation, infection (e.g. respiratory
or urinary tract infections), dehydration and malnutrition (because the person refuses point
blank to eat some food types and will only eat a restrictive diet which you cannot convince
them to modify) can all be treated, and as a result, stress and distress can greatly reduce.

| can see pain because it's written on his face”





Biological changes in the brain, occurring as a direct result of dementia, alter how people can perceive or
understand things happening in their environment. These changes can also make it difficult for people to control
their emotional responses, or stop acting in a way that they wouldn’t have done previously.

If you can, remember a time when you felt very angry at work or in a social situation, but did not ‘blow up’ in
front of everyone, instead biting your tongue and grumbling inside to yourself or others privately. You were able to
control your anger and the way this was expressed publicly, because of certain chemicals and parts of your brain
which were obviously working efficiently.

In dementia, this biological process can become impaired and thus cause the person with dementia to act in a less
reserved way or be less patient than they used to be. Additionally, changes in the brain can mean that the person
with dementia is less able to cope with multiple demands on their sensory system, and information overload can
become daunting, frustrating and confusing.





Psychological factors involve our thoughts, feelings and
behaviours. If we have negative thoughts such as ‘I can't do this
anymore’ we may begin to feel lower in mood and withdraw from
activities or people. If we think we are at risk of harm or in danger,
feel threatened or confused, we are more likely to be nervous or
scared and seek safety, or the comfort of others.

Other feelings that can lead to stress and distress might include frustration,
depression, anxiety, loneliness, or sadness due to missing family members or pets.
Psychological factors can impact on the severity and degree of difficulties that
the person with dementia experiences, just as they influence anyone’s behaviour.
Distress can fluctuate from day to day and should not be perceived as intentional.

Remember Bob whom we met earlier? He had always been a very sociable man, but since his dementia worsened
he had become less able to follow the complex rules at his local bowling club. After a couple of incidents at the
club where he missed the pins completely (something he would never have done previously) he stopped attending.
Gradually, he stopped going out at all and began to appear quite withdrawn and low in mood. As a result, he
stopped engaging in conversation with Laura (his carer), beginning to ‘follow’ Laura around closely instead.

A psychological model of understanding stress and distress in dementia involves thinking about distressed
behaviours as attempts to communicate ‘unmet needs’. We will look at this in more detail later on in chapter 2 in

this resource or if you are viewing this by computer [click here].





Social factors may include interactions between people. For example, not
having a lot of stimulation or company can lead to feelings of apathy and
sadness. Conversely, for some people, too much social stimulation can cause
agitation due to the person becoming overwhelmed with conversations,
noise, and sensory overload.

Negative social interactions can have a profound effect on anyone’s mood, feelings and
behaviours.

A person with dementia will experience the same
difficulties in negative social environments, or
even more so if they are unable to work out why
they feel this way, or find a resolution to the social
problem. This can lead to behaviours that indicate
distress.






Environmental factors include things in
the environment such as temperature, light,
sounds, smells or the layout of rooms. For
example if a room is too noisy and bright it
may be over stimulating for the person with
dementia.

Think of the last time this happened to you? Have you ever been into town to do some
Christmas shopping on the last Saturday before Christmas? How did you feel when you
walked into the shopping centre, to be faced with a wave of heat as you walked through the
doors, into a crowd of people pushing past you, talking loudly, whilst Christmas music blared
out across the PA system?, Did you want to get out? Did you look for the exit signs and leave
for some much needed fresh air and quiet? The person you are caring for may feel this way
about these situations too and it is likely that they may feel this way in situations which to us
seem ok.

On the other hand, when was the last time you were bored? What did you do? You probably
went and found something to do such as calling a friend for a chat, doing the paperwork
you'd been putting off or checking the TV guide for a good film. A person with dementia
might not be able to communicate the fact that they are bored or under stimulated. Just
like you however, they may try to find a way of getting some stimulation. This might be by
shouting out or by repeating movements such as tapping, over and over.

As we have seen, distressed behaviours can have a variety of causes, and these differ
between individuals. Look at the following table which details the common causes of
aggression in a person with dementia — there are 37 included! The person you care for may
never have been verbally or physically aggressive in their lifetime, but recently they may have
become so, which seems very out of character and is distressing.










Possible causes of aggression

in a person with dementia

Biological

= Frontal lobe deficits

= Head injury leading to disinhibition

= Drug induced restlessness

= Underlying physical conditions

= Paranoid delusions requiring someone to defend themselves
= Hallucinations requiring someone to defend themselves

= Pain reducing threshold of agitation

= Fending-off contact due to bodily pain

= Temperament

= Sensory deficits

Psychological

= Restless

= Frustration at not being able to communicate well

= Frustration at not being understood

= Person thinks her rights are being infringed

= Person feels anxious or vulnerable

= Person feels patronized (treated like a child)

= Person thinks she is being unnecessarily rushed and harried
= Person thinks not being listened to

= Person feels embarrassed during personal care tasks

= Person thinks her personal space is being invaded

= Person thinks not being allowed to use her existing abilities and skills
= Co-existent mental health problems

= Disinhibition





Social and environmental

= Culture

= Misidentifying other people

= Misperceiving other people’s intentions

= Interpersonal over-stimulation

= A particular carer is not acceptable to her (e.g. due to age, gender, race or colour)
= Person does not like being touched by someone else

= Setting is unacceptable

= Person not being allowed to leave the building

= Person made to feel incompetent

= Person does not like restrictive rules and regulations being imposed
= Caregivers providing inconsistent approaches

= Qver-stimulation (noise, lights)

= Setting is too hot or cold

= Weather is very warm and close

Taken from: James (2011) Understanding Behaviour in Dementia that Challenges, Jessica
Kingsley Publishers, London and Philadelphia. Reproduced with permission of Jessica Kingsley
Publishers.





Of course, sometimes the people we care for may have been verbally or physically aggressive
in the past and you may be wondering if their distressed behaviour is part of having
dementia, one of the causes above, or if it is ‘just them'.

It can be common for people with dementia to change in personality, or aspects of their
personality to be exacerbated. For example, George was always known to have obsessions
or rituals in the morning before leaving the house (such as making sure all the switches were
turned off) but since his dementia has progressed his checking has also progressed and he
spends an increasing amount of time doing this each day.

An important first step is to check whether there might be any medical

causes for the person’s distress.

"It is about understanding
why the person you care for
does things....they don't
do it because they want

to cause you stress. . .itis
because of the illness”

Susanna, a caregiver

Imagine a Combination of Factors...

Imagine not being able to understand someone else’s intent in a social situation, while
perceiving them as loud or aggressive towards you; imagine where you are is hot and you
have pain in your back that you have had all day. You begin to feel frustrated, confused, and
don’t know how to make this situation better. You start to feel threatened and vulnerable.....
this loud person is shouting at you....you can't find a way out, you just want to get home
and feel safe, they are in your way....what would you do?






Sudden Onset of Distress

Check for medical factors

This is particularly important where the Social/
. . Environmental
onset of distress is sudden, or even where ctors:
this emerges over a relatively short period “’
such as a week or a fortnight. In such
circumstances, medical factors are often Psychological

the most common cause of stress, distress Facion

and behaviours that are considered difficult

to cope with.

If the person you care for is behaving very differently from normal, or experiencing strong
emotions within a short time period, we suggest you contact your GP or primary care
team to ask for a physical health assessment. If the person you care for is not treated, the
biological difficulty causing the distress is unlikely to get better on its own. In fact, it can
sometimes get worse and be harder to treat if left too long.

It is important to rule out physical health causes of distress such as pain or
infections, as these can often be treated quickly and the person can return to
their usual way of being.





constipation

Untreated physical conditions are the most common
cause of distressed behaviour. A range of problems .
need to be considered, such as: r .
infections (chest, urine, skin for example) ' -

dehydration

respiratory problems Biological

Factors
| 1“‘ tjly
.‘ .

Dietary
menitoring,

L intake/
constipation hunger

i

withdrawal

skin irritations

medication interactions (many people with
dementia are on a large number of medications,
some of which may have adverse effects)

general discomfort (e.g. from being left in one
position for more than 45 minutes).

The earlier you can intervene to reduce these symptoms, the quicker they are likely to resolve. You may be asked
to aid the GP or other health professional in carrying out any medical assessment by, for example, assisting in
obtaining a urine sample in order to exclude infection, or you may be asked detailed questions such as whether
there has been any recent incontinence or unpleasant odour. If you are concerned there may be an infection, it is
important to contact the GP of the person you care for. Similarly, being mindful about how often the person you
care for moves their bowels can be helpful in identifying whether someone is constipated and, again, you may be
asked to contribute information to the person assessing this. They will often do blood tests, a urine screen, sound
the chest for infection and investigate other causes that may be causing the distress.





It is important to consider dietary intake as sometimes the person you care for may be
hungry but may be unable to recognise or communicate that they are hungry. Lack of

fibre can cause constipation - leading to impaction - also leading to confusion. Therefore
ensuring that someone has a balanced nutritional diet can reduce the likelihood of acute
confusional states or delirium. Food intake diaries can be helpful to monitor nutrition if you
think this may be contributing to the person’s distress.

To assess other difficulties such as pain, a number of observational considerations can

be made. Traditionally, we would expect the person to be wincing in pain when they are
attending to self-care tasks, perhaps holding, rubbing or protecting an area of their body.
However, we know that people do not all experience and respond to pain in the same way
and dementia can have a significant influence on how a person will communicate pain.
Although some people may respond to pain by groaning or becoming agitated, pain may
cause another person to withdraw or become confused. It is vital to know the person well,
in order to recognise and understand any changes in behaviour, wellbeing, or ability. We
cannot assume pain is the cause of distress, but this can be assessed using our knowledge
of the person, our experience and our observations. For those who have retained the ability
to understand and respond verbally to questions, you could try simply asking, “Are you in
pain?”, “Are you sore?"” or, “Where does it hurt?” or, “Show me?”.

If these medical causes have all been excluded and if you have access to a specialist team
such as a Community Mental Health Team, you may wish to contact them for further advice,
support and assessment. If you do not have this support already in place, your GP or primary
care team can refer the person you care for, for a detailed assessment of the distress being
experienced and observed.





UNDERSTANDING

unmet needs

It can be useful to think of distressed behaviour as an attempt to communicate an unmet
need (Cohen-Mansfield, 2000).

Distressed behaviour may be the only way the person with dementia can still communicate with us. Hopefully we
can identify the person’s needs and meet these, to prevent them from feeling distressed in the first place.

‘ I've got to get out of here. | need to get to my ladies
lunch group or I'll get shouted at for being late.
Why is she trying to stop me? Doesn’t she ,’
understand how late | am!

The above is an example of the thoughts of a woman called Jean, whose need was to get out of the house to
socialise with friends. However, she lived with her daughter Frances, who was trying to stop her mum from leaving
her house in the middle of the night. When Frances stood in front of the door and repeatedly said “No, you can't
leave”, Jean shouted at her and became agitated, since she believed she wasn't being respected and allowed to
leave to meet with her friends. Jean'’s husband worked for an oil company and they were often relocated abroad
for years at a time. Whilst there, Jean was always very keen to be part of the ex-pat community and spend her days
meeting with the other wives, helping at local charity events and she even developed the ex-pat social group. Jean
has always valued friendship, socialising and engaging with the local culture. Her need now is continue to live by
these values and to engage with others.

Think of the person with dementia that you care for.

= Do you think they, at times, could be communicating that they have needs that are not currently
being addressed?

= Are they becoming more irritable?





Early in this section we looked at the biological, psychological, social and environmental
causes of distressed behaviour. Let’s now look at a specific example of someone who displays
behaviour that might be perceived as aggressive and try to understand the specific factors
which may be contributing to this behaviour.

Barbara is 80 years old and lives at home with support from her daughter Carolyn and
Homecare staff. When homecare come into the house to try to take Barbara to a lunch club
she refuses. Barbara appears distressed, shouting at her daughter and pushing her away.
She shouts that she needs to find her tablets. Barbara cannot find her tablets and Carolyn

is finding it difficult to know how to respond to her. Carolyn cannot reason with her — she
knows that Barbara has taken her tablets and is trying to reassure her of this fact to get her
to lunch club. Persuasion and reasoning are not working — both Barbara and Carolyn are
becoming increasingly distressed.

If we look back at Barbara’s life, we find that she was always a very busy and organised
person. While raising her three children, she worked by keeping the accounts for her
husband John's car repair garage. She has always valued feeling needed, enjoyed
contributing to the family business and organising the family’s home life.





After consideration, both Carolyn and Barbara’s carers agreed that a number of causes were likely to be creating
Barbara’s aggression and these are detailed below.

Physical restraint to stop looking
T

Social/
Environmental
Factors

Psychological
Factors

BEing told she had to StOp IOOking Pain causing her distress

Feeling like no-one was helping her Potential urine infection causing
look confusion

Feeling incompetent






UNDERSTANDING

thoughts and emotions in the person with
dementia

When thinking about distressed behaviour, considering whether the
behaviour is a way of communicating an unmet need is essential to
understanding this.

The thoughts that a person may have are vital to our understanding of what emotion a
person may be experiencing. However, sometimes the person is unable to tell us what they
are thinking, or we have difficulty in fully understanding what they are trying to tell us. By
working hard to recognise and understand the emotions they are experiencing, we may be
able to surmise or guess what they are thinking and address any issues
Three key emotions are:

® anger

= depression/sadness

= anxiety

Research tells us that there are certain key thoughts and beliefs that people experiencing
these emotional states tend to experience.





If someone appears depressed, they are likely to have a negative view of
themselves, their future and other people. They might see themselves as useless,
their future as hopeless and other people as uncaring. If this is the case it helps
give us clues about how we might best respond. For example, we might want to
demonstrate that we care by providing comfort to the person, sitting with them
and holding their hand to show that we are with them. We could also promote
a sense of purpose and wellbeing for the person by increasing the amount

of pleasurable events they engage in, by scheduling regular activities that are
meaningful to them. Even if they are unable to play competitive bowls, could
they still play with some friends? Could they enjoy being a spectator? Might they
still enjoy the feel of the bowl in their hand, or a visit to the clubhouse?

If someone appears anxious, they are likely to think that the world around them
is threatening and chaotic, the future is unpredictable and they themselves are
vulnerable. In this case you might want to establish clear routines so that the
person feels some sense of predictability again. This can provide reassurance and
security.

If someone appears angry, they are likely to think that the world is hostile, that
they need to protect themselves and that other people treat them unfairly or
infringe on their rights. In this case you may want to alter your communication
style to demonstrate respect by asking them what you can do to help. Offering
them choice where possible, and asking other people such as home carers to
address them by their formal name can also be helpful. In addition, you may wish
to make sure you address them at their level of eye-contact, not standing over
them in a manner which they might interpret as threatening.

Asking individuals how you can ‘help’ them can assist you in clarifying what has
caused feelings of anger, anxiety or sadness and provide clues as to what may
help the person you care for.






RISK MANAGEMENT

Although this resource aims to inform you as a caregiver about the causes and triggers of
distress as well as some ideas regarding how to manage stress and distress in both yourself
and the individual you care for, by no means are you meant to do this on your own.

It is our experience that caregivers do not ask for help or support until they really, really, need it. In fact, often they
wait until they haven't felt able to cope for some time and have been living in a situation that may have been
considered a risk for either themselves or the individual they care for. We know that caregivers predominately
want to protect the person they care for, worrying that others may judge the person they care for negatively or
not understand that their behaviour is unintentional. Similarly, it is not uncommon for carers to fear that they
may be judged as a carer, or that others may think they have caused or created difficulties in some way. We want
to reassure you that this is not the case. Health and social sector professionals understand the difficulties that
caring for an individual with dementia can bring. Therefore, we would like to give you some guidance as to what
situations or circumstances may emerge and when we would recommend you access professional help, guidance
and support, at the earliest opportunity.

@ Key Message

Accessing help does not mean the person you care for will be removed from home. It does not
mean you are a 'bad’ caregiver, or the person you care for is ‘bad’.

| am lucky to have found support from Alzheimer Scotland but it took me to a crisis situation and to
despair before | lifted up the phone as | had nowhere to turn to. | had been running around with a sticker
on my car with the helpline number and went into the dark with a torch to find the number to call. The
importance | am trying to convey is that when you are coping with living with dementia you don't think of
yourself and the effect it has on how you act and feel. | kept a diary to log how | felt and encourage others
to do this.

Lorna, A carer






WHEN TO CONTACT

SOMEONE FOR HELP

B If you have been injured significantly by the person you care for

B If there has been a sudden change in the person you care for within a
short time period

B If the person you care for is tearful on a daily basis for two weeks or
more

B If the person you care for is coming to physical harm in any way

B If you feel overwhelmed without any respite within a 7 day period

B If YOU ever feel the following in the company of the person you care
for:

= fearful

" in danger
= frightened
= distressed





B Ifyou:

= experience excessive crying every day for 14 days or more

= experience significant symptoms of anxiety, such as trembling, panic attacks, inability
to concentrate, butterflies in your stomach and avoiding others intentionally

= are coming to physical harm

= are feeling hopeless and helpless, feeling like you can’t go on
If any of the above symptoms or difficulties have been experienced by you or the person you care for please
contact your GP, nurse, social worker, support worker or the service that diagnosed/supported you and the person

you care for, at the earliest opportunity.

Please use this space to detail the contact numbers that you may need for assistance:

GP:

CPN:

Social Work Office:
Support Worker:

Out of Hours Service:

Alzheimer Scotland Helpline:





















PREVENTING STRESS AND
DISTRESS IN THE INDIVIDUAL
WITH DEMENTIA






INTRODUCTION

In this section we will give you guidance on best practice highlighting what
can prevent stress and distress in individuals with dementia. This does not
mean that if you follow these guidelines the person you care for will never
experience stress or distress. However, this chapter will outline certain things
we know can reduce the likelihood of some causes of distress. Prevention
is always best, although we recognise that sometimes individuals can
experience distress even when the entire best practice is followed. This
section focuses on person-centred approaches to caring for someone with
dementia, which you may already be aware of or are using. We hope
however, that you will find some new information or ideas which are useful
in this section.

It is important that you as a carer understand that this resource it aimed

at assisting you in your caregiving role. It is a guide, and if you are doing
something other than what is suggested that works — that is okay, in fact it is
great! There is no ‘perfect’ way to be a caregiver. This section intends to be
helpful not to make you feel negative emotions. Becoming a caregiver for
someone with dementia is not something we are taught how to do at school
or at work. It is something we learn about from other carers and resources
like these, and of course from your own personal experience. We are merely
highlighting what has been found to work in scientific studies but that does
not mean that what you have been doing is not working.





How will this be of benefit to you?

By the end of this section we hope you will be able to:

1.

Have an understanding of communication techniques and skills that can reduce the
confusion, frustration and irritability which can at times result in distress

Apply person-centred principles of dementia care including offering choice, maintaining
independence and respect of the person

Understand what environmental and physical considerations should be taken into
account and which may reduce stress and distress.

Plan or schedule pleasurable activities that will reduce agitation and reduce the
likelihood of depression or other types of distress

Be aware of activities that we know can reduce depression, isolation and improve
wellbeing in dementia.

Preventing people with dementia becoming distressed in the first place
should be our primary aim, but is not always possible
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Preventing Distress

Prevention of distress should always be our

priority in person-centred care. If you follow these
guidelines, then the likelihood of having to respond
to stress and distress should reduce.

Some key issues you should consider are outlined below. It may
also be helpful for you to show other family members or friends
this guide, to assist their interactions with the person you care
for.

Susan McCurry, author of When a family member has dementia:
steps to becoming a resilient caregiver, has developed the
D.A.N.C.E acronym detailing five core principles that resilient
caregivers of people with dementia have taught her over her
professional working career. These five principles can be helpful
to caregivers, but we recognise that it is not always easy to
remember or follow these, especially in stressful situations. With
practice though, they can provide a useful framework to help you
prevent stress and distress. The five principles are:

D — Don’t argue

A - Accept the disease

N — Nurture your physical and emotional health
C - Use creative problem solving

E - Enjoy the moment with your loved one






COMMUNICATION IS KEY

Our communication can be very powerful in helping to prevent the person with dementia
becoming distressed. In turn, this is likely to lead to more positive interactions for us as
caregivers too.

Often distressed behaviours result from miscommunications. As a result, it is important to try to
reduce the likelihood of this by using some simple strategies:

Avoid jargon or complicated language
Often we use terms in our day to day language which may become increasingly difficult for the person with
dementia to understand.

Have you ever had a conversation with a health care professional where you've struggled to understand what they
mean by a term they use such as ‘titrate’ (build up to) or MDT (Multidisciplinary Team)?

® How did you feel?
® Did you feel frustrated?

B Did you ask for clarification or did you feel embarrassed that you didn't understand and try to continue the
conversation only to feel even more confused by the end of it?

This is what it can be like for the person with dementia when terms (which were perhaps once familiar to them)
lose meaning. Trying to adapt your language can help i.e. using everyday words where possible and not using
acronyms.





Speak calmly, using gentle tones

Have you ever been spoken to by someone who
speaks very quickly, loudly and in a very animated
way (waving their hands in the air)?

B What is it like when that happens?

® How do you feel?

Usually in these situations we begin to pick-up on
their apparently stressed and hurried manner and at
the end of the conversation, we can be left feeling
this way ourselves. At times, particularly when you
are in a rush or feeling a little stressed yourself,

it can be hard not to do this. So, if you notice
yourself feeling like this it may be useful to practice
taking time out, taking a moment in another room
or perhaps taking some slow deep breaths in

order to compose yourself, before you begin your
communication with the person you are caring for.
You will probably find this helps you to communicate
in a calmer manner and as a result, the person may
respond similarly.

Be Patient

Keep sentences short and try to avoid conveying
more than one idea at a time. As you already know,
when speaking to someone with dementia it is
important not to overload them with information,
saying lots of things at one time without giving the
person time to take in the information you are giving
and without letting them respond can be extremely
confusing as they may still be trying to process the
first sentence when you begin the next one and
while they are processing the interference of new
information this means they lose track of what

they were trying to process and may begin to panic
that as they can’t cope with the information that is
coming at them ...a bit like this sentence!! Phew!
That sentence was an example of how not to
communicate. Instead recommend to others for
example that if they were trying to give the person
information about their day they might do so like
this:

B ‘Today is the day you go to the club’. PAUSE (let
them take this in and possibly respond.)

B "You're getting picked up in an hour so we will
need to get ready’ PAUSE (you are giving the
reason why you are getting things ready)

® “Would you like me to help you get ready?”
(offering choice and trying to maintain
independence for as long as possible)





Maximising Understanding

Smile and nod to show you are listening and trying to understand. A large amount of our
communication is non-verbal. When verbal communication starts to deteriorate, individuals
with dementia can become even more reliant on nonverbal communication. Make eye
contact and position yourself to their eye level when talking to the person. Gentle touch can
also orientate the person. Often we can tell how a person is feeling by the way they look
when they walk towards us. If a person strides down the corridor with a loud footfall, their
arms folded, fists clenched and a frown on their face you probably won't feel too happy to
see them, in fact you may be a bit worried about what they are about to say or do. If they
walk slowly, smiling, with their hands by their sides you would probably feel a bit happier
about saying “Hi". Tone of voice, body posture and facial expressions can convey a lot of
information.

Try to notice your body language when you approach the person you are caring for. Is
there anything you might change? Maybe you could drop your shoulders a little, walk a

bit slower or smile. If you say ‘you're fine don‘t worry’ but your brow is furrowed and you
appear harried, the individual you care for may feel anxious since your body language is not
reassuring, despite your words.

Advise other people not to use ‘Elderspeak’ when communicating with the person you care
for — this is a term used to describe a style of communication which we may notice people
using at times, as they communicate with people with dementia. It essentially means talking
in a loud, patronising voice, as if the person is an infant. People with dementia may have
trouble understanding some language or communication, but deserve to be treated with
respect. Speaking in tones that are normally used for young children is likely to be perceived
negatively and cause agitation. How would you feel if someone spoke to you as if you were
a child? Speaking louder to someone does not help if the underlying difficulty relates to
understanding the meaning of words. Similarly, speaking loudly when this is not required
can be perceived by the person with dementia as threatening or aggressive and can cause
anxiety.





"if  had been taught to recognise
that arguing and confronting
James would make things worse
and instead taking a step back
and changing my tone of voice

it would have saved us a lot of
trouble”.

If the person is having trouble recognising you, use the person’s name to let them know you
have met them before and that you are not a stranger. Remind the person who you are e.g.
“Hi Auntie Jean, it's me, Alison”.

In response to an angry outburst from the person you care for, try to think ‘What are they
feeling right now?’ Are they worried about something? Confused? Upset? If you can figure
out what is causing the anger, you can offer comfort, reassurance, validate what they are
feeling and then move them on to a more positive activity or experience.

Try to address sensory deficits e.g. does the person have suitable glasses and a working
hearing aid, if required? Sometimes we overlook sensory deficits and assume it's the
“dementia” causing the communication problems to occur. The dementia may be causing
some problems, but sensory impairments may be making this worse than it needs to be
(health professionals often call this ‘excess disability’).





Don’t Argue

One of the most important pieces of advice we can suggest is not to argue. Often, caregivers
try to help people with dementia ‘understand things logically’” and can persist in attempting
to make them understand an alternative view point. However, due to the dementia process,
parts of the brain that help individuals to reason with logic and to understand other
viewpoints can deteriorate. Verbal persuasion can result in frustration, arguments and thus,
agitation. Arguing is often futile.

When you feel yourself on the brink of arguing...... STOP and think:

B ‘Will what | say help in any way?’
B ‘|s there something else | could say instead or can | perhaps take a deep breath and say/
do nothing?’

Professor Susan McCurry, author of the book When a family member has dementia: steps
to becoming a resilient caregiver has more detailed advice on communication and how to
respond rather than arguing. She advises that effective communication — that is, relating to
your loved one without arguing, reasoning, or debating — is the foundation for all problem-
solving strategies in dementia care.

“Don't argue because it makes your life easier, it's not
about'don’t argue because it's wrong to argue”

"it really is good sometimes just to walk away and take a
deep breath”

Susanna, A carer






“we worked out that
James wanted me to give
him the word that he
was struggling to say. . .it
now makes conversations
much better. .

Gentle Humour

Humour can be powerful and can help during difficult times, for both you and the person
you care for. A little bit of laughter goes a long way. Try to see if there is any element of the
situation that you can laugh about with the person you care for.

Work out what works best for you and the person you care for

Communication isn’t always verbal. Our facial expressions and body
language communicate much more than words. Although it is very difficult
to remain patient at times it can be most helpful not to argue, as this can
increase the risk of distress for both you and the person you care for.

‘people ask why | let him take photographs on the beach of seals when he can get too hot and
faint. But he is so happy when he is there. . it is a risk we take because it is so important to him
when he gets fantastic photographs. He said when he was diagnosed ‘don’t ever let me not be
able to take my photographs. It was important for us to talk about what he wanted early on”






MAINTAINING
SOMEONE’S
INDEPENDENCE

You can often prevent distress by following the following principles of
good dementia care:

Encourage people’s choice and independence

Support the person to be as independent as possible. For example, encourage the person if
they are having difficulties completing some tasks. Wherever possible, resist the temptation
to take over and perform the task yourself because they are slower at completing some
activities and you could usually complete the task more efficiently yourself. This can make
the person with dementia feel disempowered, helpless or even patronised and can actually
speed up the deterioration of their skills and abilities, due to lack of practice. It is okay if
people take longer to carry out tasks such as getting washed or dressed in the morning,

if they don’t need to be somewhere in a hurry. It is better for them to complete tasks for
themselves with support and encouragement, than for these tasks to be done for them. We
all need to experience the satisfaction of completing tasks, to maintain a sense of wellbeing.

She teaches me [things like] how in a wheelchair,
you can see things at another level than our own.
How to be modern and eat with your fingers. ...






ENJOYABLE

and Pleasurable Activity

Music

Listening to music has been found to have beneficial effects for people with dementia. This
can be a relaxing activity for both of you and for people with dementia, this has been shown
to reduce feelings of agitation. It is important though that the selection of music on offer
includes the type of music the person likes to listen to and they can be supported to choose
what to put on and for how long. Imagine a song or music group that you cannot stand

to listen to. Then imagine listening to that for hours at a time and being unable to escape
from the noise. How would you feel? Now imagine a piece of music that you can associate
with a happy or pleasurable time in your life, such as the first song played at your wedding
reception or music you liked or still like to dance to? How do you feel remembering this
piece of music? When was the last time you intentionally listened to music to improve your
wellbeing? Have a try and see what you think.






Music can have a number of functions. It can lift our mood, remind us of good times; it
can calm us when listening to a piece we find peaceful and relaxing; or it can help us feel
energised or upbeat depending on the tempo. The key is to help the person with dementia
to choose to listen to music they enjoy, when they feel like it.

Having music the person enjoys playing in the background during mealtimes and personal
care tasks can also be helpful, by fostering feelings of relaxation or providing a welcome
distraction from the task at hand if this is something the person has not enjoyed at times
in the past. Some carers have used music very effectively in these ways, e.g. using music to
dance the person they care for into the shower!

"A woman | cared for...she had no
recent memory, one day she was put
in front of a piano and she just started

to play the most beautiful music, she
could remember all of these things"

A carer






Cognitive Stimulation Therapy

Developed by experts in dementia care in London, Aimee Spector, Martin Orrell and Bob
Woods developed Cognitive Stimulation Therapy or CST for short. This is a psychological
intervention (activity) for use with people with mild to moderate dementia. It is normally
provided in a small group format, over a number of sessions and there is a clear and simple
manual that can help people to use the techniques and plan the sessions for each class. It
includes orientation techniques and reminiscence therapy elements (see below). It can be
delivered in a range of settings including day services, or in care homes. You might want to
try to find out if your local area provides this. CST is usually provided in twice-weekly group
sessions lasting 45 minutes over 6-7 weeks.

As a carer, you may be able to organise your own programme of cognitively stimulating
activities (stimulating the mind). For instance, you could plan a set of topics to discuss with
your loved one or perhaps you could look through old pictures with them and ask them

to tell you some family stories. Perhaps you could choose an important news story of the
day and discuss this? Perhaps you can introduce brain twisters, Sudoku and word search
type activities? Activities should be stimulating, but not frustrating. If you do start your own
cognitive stimulation activities, make sure you keep them brief, pleasant and focused, as you
and the person you care for may find you tire easily.

He used to watch TV all the time but then |
realised he wasn't remembering the story all
the time, | got him a computer and he spends
hours and hours on it, and | saw that he was
happy because he could go back and forth
and go over things again as he wanted”






Reminiscence

Reminiscence therapy is usually carried out in a group format and is very popular in dementia care. The usual
format is that a group leader may ‘chair’ a group by getting people to reminisce about past events. These may be
events that people of their age will have all shared in, e.g. the era of Teddy Boys and Elvis Presley.

Alternatively, people may reminisce about more personally-significant events like the birth of a child and usually,
this is known as life review. Many people with dementia can be helped to complete a life story review using
postcards from old holidays and photographs from significant events. It can be very therapeutic to work with
someone putting together a life story book. It is important to establish a life story book with the individual with
dementia as early in their diagnosis as you can. This life story book can eventually inform many people about who
the person you care for is, their likes, dislikes, their past, what was important to them, what should be avoided
(for example, was Alice always scared of dogs?) Of course, every life has its ups and downs, so memories may not
all be happy and some may be bittersweet, while others may be distressing. When doing life review work, if you
don’t know the person or their past very well, try to speak to others who may know more, in order to plan what
memories can be discussed and to help contain distress if it arises. In a recent review of reminiscence activities and
life review, positive effects were found for cognition (i.e. a person was less confused) and family caregivers were
more positive about caring for the person with dementia.

If the person with dementia you are caring for doesn’t have a life story-book, perhaps you might want to organize
this. If the person is your spouse or parent you may find that this story can become a treasured memory that you
can pass on to others in your family. If your loved one ever goes into respite care or care on a permanent basis,
having a life story book can be very useful for care home staff to assist them in getting to know the likes and
dislikes of your loved one. Examples of life story books can be found at:

Dementia UK: Life Story Work. www.dementiauk.org/information-support/life-story-work/





Make sure the person has opportunities to engage in meaningful activity
Providing appropriate stimulation can be both a preventative measure and a response to
distressed behaviour. As previously noted, if someone appears withdrawn, depressed, bored
or lonely, why not ask if you can provide personalised activity such as listening to a genre of
music they have liked in the past or looking at old photographs they have kept from earlier
in their lives (stopping if they appear more distressed). Perhaps the person might benefit
from your support to continue to socialise with other family and friends?

You will have a wealth of understanding of the previous and current likes and dislikes of

the person you care for. Think about what activities they could continue to be involved in

or which could be adapted, to allow them to participate in meaningful activity. Meaningful
activity is a very personal thing, but really just describes any activity which gives the individual
pleasure or leaves them with a sense of satisfaction or ‘a job well done’. These forms of
meaningful activity are important to the wellbeing of all of us and it is important that we feel
we have been involved in meaningful activity on a daily basis. Just like anyone else, people
with dementia benefit from engaging in meaningful activity.





It is important to realise however that you are not alone
in this process - services are often available through
your local Community Mental Health Team or social
services, such as day care or lunch clubs that can
provide opportunities for the person you care for to
engage in meaningful activities. Often, there are various
forms of activity available such as the aforementioned
reminiscence groups, Cognitive Stimulation Therapy
groups and life storybook work. Contacting your local
services to find out what's available may be a good first
step.

Devising a schedule of pleasurable activities has been
found to be effective in reducing distress and agitation,
for both the person with dementia and the caregiver.
Engaging in an activity that provides happiness and
enjoyment for the person can improve their mood

and psychological wellbeing. Sometimes an activity
that someone can enjoy immensely can be an activity
that you would never have guessed the person would
have wanted to do before! If you are having difficulty
thinking of activities, the following questionnaire might
give you some ideas that may provide enjoyment and
stimulation to the person you care for. You may find
that the events the person you care for gets most
enjoyment from, you do the least and vice versa. If
that is the case, then you may have a ready made plan
of action to help you increase the time they spend in
engaging in enjoyable activities.






Below you can see the ‘Pleasant Events Schedule for Alzheimer’'s Disease Patients (Family Version). (Teri, L &
Logsdon, R.G, 1991, reproduced with permission from Oxford Journals)

This schedule contains a list of events or activities that people sometimes enjoy. It is designed to find out about
activities your relative has enjoyed during the past month. Please rate each item twice. The first time, rate each
item on how many times it happened in the past month (frequency); the second time, rate each event on how
much your relative enjoyed the activity.

7 or
Activity Notat | 1-6 more Notat | ¢\ ewhat | A 9reat
all times times all deal

Being outside
Shopping, buying things
Reading or listening to stories, magazines, newspapers

Listening to music

Watching TV

Laughing

Having meals with friends or family
Making or eating snacks

Helping around the house

Being with the family

Wearing favourite clothes

Listening to the sound of nature (birdsong, wind, surf)
Getting/sending letters/cards

Going on outings (to the park, a picnic etc)

Having tea, coffee etc. with friends

Being complimented

Exercising

Going for a ride in the car

Grooming (make-up, shaving, having hair cut)

Recalling and discussing past events

(© 1995 R. G. Logsdon, Ph.D. & L. Teri, Ph.D.; University of Washington)






There are no right or wrong answers, the schedule is meant to help highlight what the
person you care for has enjoyed during the last month. Have their likes and dislikes
changed? Have you noticed that perhaps there are items on the schedule that you

haven't considered that the person you care for may enjoy? It is difficult to consider what
pleasurable events you can support the person you care for in doing when you are so busy
and have many demands on your time. However research has shown that by spending a
little time considering activities and putting pleasurable ones in place, even if for only 10
minutes a day, reduces depression in individuals with dementia and the caregiver.

Always show respect for the person

Taking the time to explain what you are trying to do before beginning a care task or assisting
the person with dementia with something, can be a simple but effective strategy. None

of us would assume we can walk into a friend’s house and start moving things about and
doing things without permission. It is important to treat people with dementia as you would
anyone else or in a way that you would be happy to be treated yourself. Ask them if you can
come in, or ask “Is it ok if I help you with that?”

Even if you live with the person you care for, it is important that they feel they retain some
control over aspects of their life, such as how they spend their time or enjoying privacy
during certain tasks. Ask permission to carry out tasks or to enter their personal space (such
as a bedroom) and give an explanation of what you would like to do. Be prepared to repeat
instructions, calmly and clearly. It is also important to make sure they have had time to fully
waken up before beginning with tasks such as personal care or medication regimes. Startling
someone can lead to a frightened or defensive response.





Validation

While sometimes the person’s words might not make sense to us, we can often identify

the emotion behind the words through their tone, pitch of voice or facial expression. In
these situations, what we can do is validate what is being conveyed - either the meaning

or underlying emotion. If we try to correct the person, or guess what they are trying to

say, we may simply frustrate them further. Instead, it can be helpful to try to convey to the
person with dementia that you understand how they are feeling at that moment. A common
example to illustrate what we mean might be to consider the person with dementia who
calls out frequently for their mother. Trying to point out that their mother passed away a
number of years ago may simply upset them or cause anger, as they may think you are lying
to them. Instead saying, "l can see how upset you are just now, you are looking for your
mother” might help them to know that you are supporting them and you understand how
they feel. Essentially, you validate their experience. Following on from your first statement,
you might ask them, “Do you remember what your mum was like when you were
younger?” This may allow you both to move away from the distress and onto reminiscing
together instead.

Understanding the person’s world

Lorna MacKenzie and Dr lan James, specialists in Dementia Care in Newcastle, help people
to understand dementia by describing it as like being in a ‘Time-Machine’. Recalling
memories is easier when the memory has a strong emotional attachment or connection to it.
For example, we often remember our first day at school (maybe you remember this because
of the anxiety or excitement you felt), you remember your first job, getting married/moving
in with a partner, moving house, possibly having children, your children leaving home, death
of a parent, the day you retired, the death of spouse or partner, or leaving your home and
moving into a care home.





As dementia progresses and memory begins to deteriorate, it can be helpful to think of memory decline as being a
bit like redundancies at work - last one in, is the first one out.

Move to a carehome

Move to a carehome
Loss of a spouse
Oor partmer

Loss of a spouse

or partner Retirement

Retirement Death of a parent

Death of a parent Moving house

Moving house Children
Chikdren Getting married

Getting married

1* day at school 1** day at school

Lorna MacKenzie uses "Jack’ as an example - a man with dementia who moved into a care home since he was
finding it difficult to care for himself after the death of his wife, Rose. At the time, Jack agreed to sell his house and
although sad to leave, he decided that moving into a care home would be the best thing for him. However, as his
dementia progressed, Jack began to forget that he had sold his home and moved to a care home (remember ‘last
memory in, first one out'?). Jack then tries repeatedly to leave the care home and staff try to reassure him that he
lives there now.

As his dementia continued to progress, Jack started to ask for his wife e.g. “Where is Rose today?” “When is she
coming to see me?” In this situation, the staff know that his wife died 3 years ago, but Jack has forgotten this and
is expecting to see her. His memory that Rose was very ill and died has deteriorated.






Time passes and one morning Jack is found kneeling down by the radiator in the lounge,
trying to unscrew the back with some old pliers found in a drawer.

He has forgotten that he has retired and believes he is a young man working as a plumber.
As he thinks he is a young man again he has forgotten about getting married, having
children and retiring from work. As a result when staff go towards him and ask him to stop
he gets angry, asks who they are and why they are trying to stop him. ‘I've got another job
to get to after this, | don’t have time to stand here talking to you' ‘Leave me alone!” Jack’s
anger is communicating his difficulty in understanding why people are asking him to stop
doing activities that he has to do. Jack believes that he may get into trouble if he does not
fix things.

Lorna MacKenzie and Dr lan James recommend that by understanding where the person is
in their time machine by recognising what memories they may have lost, this can help us to
understand why individuals can become confused, angry, agitated and anxious in response
to certain situations.

Accepting the disease, understanding that the person you care for does not
intend to be difficult or argumentative and that the changes you notice
might relate to where they are in their time machine, can be key. Entering
their reality at times and trying to understand why they are behaving the
way they are can be helpful in reducing distress and enabling you to support
the person you care for more effectively.





CHANGING THE ENVIRONMENT
AND INCREASING COMFORT

Make sure the person is not in pain

You can often prevent distressed behaviour by
checking factors such as pain levels. As we already
mentioned; rubbing or shielding areas of the body or
wincing during self-care tasks are indicators of pain.
Are any areas of their body inflamed? Do you have
carers assisting with self care in your home? Can they
tell you about any areas of their body that show signs
of sores, skin conditions, inflammation? Handing the
sponge or soap to the person you care for will enable
them to avoid sore areas. It will also provide you with
clues as to which areas they are avoiding touching.
You can also provide pain relief on a regular basis
before this leads to distressed behaviour. If the
person you care for has experienced a chronic pain
condition such as arthritis or had surgery in the past
for joint replacements, or is known to have a ‘bad
back’ — they are likely to still require the pain relief
that they had prior to their diagnosis. It is important
to discuss this with the person’s GP in order to relieve
pain for the person you care for, if they are unable to
do this for themselves. You can also offer soothing
aids such as hot water bottles or a relaxing warm
bath.

Make sure the person’s basic care needs

are being met:

For example - ensure the person has regular toilet
breaks if in unfamiliar environments. Ask if they
would like you to show them where the toilet is
situated if they appear unsettled, agitated or rubbing/
touching their trousers/skirt/waistband. Not finding
the toilet in time can result in feelings of shame for
any individual and preventing this negative emotional
state will reduce stress and distress for both the
individual and the caregiver.

Ensure that the person you care for is not hungry or
thirsty. Dehydration is a common cause of individuals
with dementia becoming acutely confused or at risk
of urinary tract infections, which is a major factor in
contributing to agitation and distressed behaviours.
If the person with dementia has been living with
dementia for some time, problems with perception
and communication can mean that they do not
realise or struggle to explain that they are thirsty or
hungry. You can help, by offering refreshment to
them as regularly as you might need this yourself.





The impact of the environment
It is helpful to consider the impact of the environment that you & the person you care for are
living within. Sometimes small changes can make a big difference:

Let's think about the following:
B |ight
B Space
B Contrast sensitivity
B Signage
B Temperature

B Noise

“James will often sit in the lounge
with the lights off and the TV on
really quietly and | was trying to work
out why...maybe he needs it like
that. So now...I've put a little light

behind me so that | can read if | want
too and he can still do what he needs
to do”

Susanna, a caregiver






Light

Some people with dementia they may have difficulty making sense of the environment they are in. For example,
they may find it hard to identify certain objects clearly. Making sure you have good lighting could help with this.
However it is important to note that very bright lighting can also be distressing in itself. Have you ever been in a
room with very bright strip lighting? Was it pleasant and relaxing? Most people would say no, that actually it can
be quite irritating. A person with dementia may struggle to tell people that they find this uncomfortable and may
try to show their displeasure in other ways e.g. by shouting, pacing or repeatedly trying to leave.

Space

Make sure there is enough space for the person to move around in - for example, is there access to quiet space
or a safe garden area? Have trip hazards been removed if the person’s eyesight is poor or visual perception is
becoming a problem? It is important to strike a balance between keeping a home personalised and yet making it
safe and easy to move around in.

Contrast sensitivity

For some people with dementia they have difficulty working out where the edges are to objects. For example,
working out where things begin and end. This may be seen when the person tries to climb a step but repeatedly
misses, over or under strides. In this example you might want to try defining the edges of the steps with some
brightly coloured tape, or buying brightly coloured crockery (red) which stands out in white or beige kitchens.

Another common example is when the person struggles to find the toilet seat, people may think this is
incontinence or deliberate behaviour, but actually it could be that they have difficulty identifying and navigating
themselves to the seat. A simple strategy here might be to get a toilet seat in a contrasting colour to the rest of the
toilet i.e. bright blue or red.

Signage

It is a very simple but effective strategy to use signs to help the person with dementia make sense of the
environment such as, using signs to enable them to find the toilet themselves, or being able to find the cups in

the kitchen, to allow them to assist you in making the tea. For some people with dementia, the meaning of words
may be lost and in this case it can be effective to have pictures of relevant objects on the doors/cupboards etc
rather than the word. Again, it is important not to overdo this and have signs everywhere, as this in itself could
become overwhelming. Key signs such as images of ‘toilet” and ‘bedroom’ on doors and ‘cups’ ‘plates’ ‘spoons’ on
cupboards might be helpful.





Temperature

Changes in the brain due to dementia can cause difficulties with body temperature regulation. You may have seen
this in the person you care for — have they gone outside on a cold autumn morning with a short sleeved top/shirt
on and not seemed to mind?

What do you do if you feel very hot and bothered? Jump up and take off a layer of clothing, open a window,
get a glass of water? What if you weren’t mobile enough to get up and take some of your clothes off or to open
a window? What if you couldn’t say that you wanted a glass of water? What might you do? Would you get
agitated/ upset? Bear in mind that this is how the person with dementia might feel. It is important to check what
temperature they are, perhaps by gently touching their hand or forehead. Just because you aren’t hot or cold it
doesn’t mean the other person necessarily feels the same.

Noise

People with dementia often have difficulties with their ability to attend to or focus on information and can often
be easily distracted. If we attend a friend's party we are able to have a conversation with the person in front of us,
despite the other conversations going on around us, the music playing in the background and banging of pans in
the kitchen. This is because we are able to select where our attention is focused. People with dementia often find
this is hard to do. For this reason, it is a good idea to try to minimise background noises as much as possible to
enable them to focus. This doesn’t mean that you can’t ever have music on, but perhaps it would be helpful to try
to turn down or turn off music at the moments when you want to communicate with the person. Similarly, groups
of people talking all at once can be confusing for individuals with dementia. Perhaps you can encourage people
to speak to the person one at a time, otherwise the individual may withdraw, feeling isolated and not part of the
social group.

Accessibility

Keeping important items, such as walking aids or spectacles, within the individual’s visual field can be helpful.
Keeping keys, a calendar or their purse on a table within the living room (or in another set place where they have
kept things throughout their life)can be helpful. Keeping important items in sight, or sticking to usual customs or
routine, is a good way to minimise the effects that the environment can have on levels of distress.





SECTION 2

SUMMARY

In this section we have looked at ways of helping to prevent stress and
distress in dementia. We have learned how important it is to understand
the person’s world, using the ‘Time Machine’. We have looked at ways of
maintaining positive communication, maximising independence, ensuring
engagement in pleasurable activities and changing the environment in order
to prevent stress and distress.











RESPONDING TO THE PERSON
WITH DEMENTIA WHO IS
DISTRESSED






INTRODUCTION

In this section we will review some common situations that caregivers report
experiencing difficulty with and which can trigger distressed behaviour.
Carers often report that they find it difficult to know how to respond in
these situations. This section is designed to help you feel more confident in
responding to distress which may become an issue for you and the person
you care for. We will also look at how to respond to depression, another
form of distress in dementia, and when to access help from others.

How will this be of benefit to you?

By the end of this section we hope you will be able to:

B Have strategies to use to respond to distressed behaviours for commonly reported
situations that may trigger distressed behaviour

B se person-centred approaches to respond to distress
B Recognise depression in dementia and know when to access help

B Understand what benefit pharmacological approaches can have for distressed
behaviour

B Access professional support and interventions to alleviate stress and distress when
required





WHEN PREVENTION
DOESN'T WORK:

Working out what is wrong

Checking for medical factors
Remember an important first step is to check if there are medical causes for the
person’s distress.

It is important to rule out physical
health causes of distress such as pain
or infections as these can often be ’
treated quickly and the person can :

return to their usual way of being. Bloods

Biological
Factors

Reviewsd

monitoring Intake





RESPONDING
POSITIVELY

to people with dementia who are communicating
distress

In this section we will explore in more detail some examples of people
with dementia communicating distress and how carers might respond
positively to support them. These examples will obviously not be specific
to your own caring role, but will hopefully provide some meaningful
descriptions of distressed behaviour which carers can at times encounter.
This is intended to help you to begin to think about the wide range of
factors which may contribute to distressed behaviour, as well as assisting
you to generate some strategies you might use yourself if you encounter
similar situations.





There are two things to consider here. Firstly, it is important to think about the way in
which the person with dementia communicates their distress to you and the outside world.
Secondly, we need to think about the way in which you use your communication skills to
respond to distress the person with dementia is experiencing.

How does the person with dementia communicate their distress?

As we have already seen, people with dementia may demonstrate their distress in a

huge variety of ways. The stage of dementia, type of dementia and the person’s current
communication level may influence the method that they use to demonstrate their distress.

Sometimes distress is obvious — the person may tell you verbally that they are sad or

angry. If they are unable to do this they may demonstrate it in other ways by crying or
being physically agitated (repeatedly rubbing their hands together or tapping their feet) or
aggressive (hitting out). At other times distress can be more subtle. For example, the person
may become very withdrawn, not wanting to get up out of bed, appearing disinterested in
conversations or activities. If this is a change from the way they usually act then this could
also be a sign that they are distressed.

What do | do when the person | care for is showing signs of distress?

Once distress has been identified by yourself or possibly others such as other family members
or health professionals it is important to try to understand what is causing it. This can feel

a bit overwhelming and you will not be expected to be able to do this by yourself, which is
why help is available.





An example:
A person communicating distress by shouting and searching

Let us return to Barbara’s story. Last time we saw her she appeared
distressed (shouting at her daughter Carolyn) about trying to find her
tablets and she was pushing Carolyn away.

Let’s look at how they communicated:

"Barbara “carolyn

Triggering behaviour
Pushing Caroline away when she tries to
help her on with her coat

Why is she ignoring me again; She's deing this on purpose,
we need to leave! “Put you it on now for god sakel”

Anger
How dare she talk to me like that; she's treating me like a child,
I will not be going an e until | find what I'm looking for.
“Get off me nowd Leave me alone.
she think | enjoy
getting on with! < hate you wi like this, stop it just stop

it now and behavel”
Anxiety

Oh no, I'm messing up again & she's getting angry. | don't
understand what |'ve done, | | to 1 charge of
everything, now | don't know what is going on Guilt
Oh no, | shouldn't have shouted at her; she's really upsat now

Depression
I'm a useless carer. What's the point In trying, It's only going
to get worse





This example demonstrates how important our thoughts and feelings are and how
they can affect the way that we all communicate. Remember communication is a
two-way process but only you may be able to modify your method....

Points to consider:
Barbara is looking for her tablets, but what else might she be communicating?

® Could Barbara be in pain?
B |5 she having difficulty recalling where she has put things?

B |5 she frustrated with her memory lapse or worried about not being able to find her
tablets?

B |5 she trying to communicate that she doesn't like the lunch club?

How could you best respond in this type of situation?

B Jse the verbal communication techniques we have described (calm voice, gentle
tone, short sentences)

B Also use appropriate non verbal communication - making eye contact
demonstrates that the person has and is worthy of your attention. Show you are
listening and demonstrate empathy/understanding by using facial expressions and non-
verbal cues such as nodding, tilting your head to the side.

B | et the person know you can see they are upset/angry/scared e.g. “You look upset
Barbara”.

B Ask the person what they are trying to communicate e.g. “What is upsetting you
Barbara?”





When Barbara responded with “I'm looking for my tablets” you should not try to
get her to ‘remember’ where they are — this will only frustrate her more. If she could
remember she would!

Ask “Are you sore?"” or “Are you in pain?” and wait for her response. If thisis “no”,
then consider asking “why don‘t | help you look for your tablets?”, helping Barbara to
find her tablets in a calm way, to reduce her alarm and distress at not being able to find
them herself.

If Barbara states that she is in pain, ask her “Where are you sore?” If Barbara indicates
that she is in pain, perhaps you could give her any pain relief medication as prescribed
by her GP or over-the-counter medication such as paracetemol (in accordance with the
recommended administration described on the packaging).

If Barbara has not previously been taking pain relief for medical problems, then perhaps
you might wish to consult her GP or nurse, to seek advice on whether an assessment is
required or if pain medication can be given.

Barbara may also be communicating that she does not wish to attend the lunch club
today. Ask if she wishes to attend. It is Barbara’s choice and decision whether to
attend. Trying to pressurise someone to do something they really don't feel like doing
is likely to cause further stress and distress.

In this scenario, if it is a regular occurrence for Barbara to be worried that she may have
missed her tablets (as she may have always been a conscientious person who did not
like to miss medication) perhaps Barbara would benefit from some way of recording
when this has been taken. A preventative measure such as ticking the calendar or a
white board when medication has been taken may help to reassure Barbara that she
has taken her medication for that day or time.





An example:
A person communicating distress through verbal aggression

Penny has lived in her house for twenty years. She is receiving homecare
support in the morning, but when various carers try to assist her to get
out of bed and prompt her to take medication, she can become verbally
aggressive and will scream and shout repeatedly. The carers do not know
how to react and no matter how much they try to explain to her, she just
keeps shouting.

Penny’s thoughts: ‘I have lived in this house all my life and | can’t believe all these people
that | don’t know are in my bedroom. Who are they? | have shouted and shouted “HELP!
HELP!" at them but they won't leave’.

Penny’s sister Moira, who is her main carer, has also found that Penny can be unsure who

she is or why she is visiting when she comes over to prepare Penny’s evening meal. Moira is
keen to do what she can to ease Penny’s distress and assist the home carers in working with
her.





Points to consider:

Imagine yourself in a similar situation to Penny. How would you feel if you found someone
you hadn’t met before in your bedroom in the morning?

How would you feel if you found someone you didn’t recognise in your kitchen cooking a
meal in the evening?

Consider the emotions you may feel:

What would you think?

What would you do if a stranger approached you in the way that the carers or Moira
have been approaching Penny?

How would you want the person to behave towards you in this situation?

What could be said that might be helpful or reassuring?

How could you best respond in this type of situation?
Verbal communication

B Use good verbal communication: Tell the person who you are e.g. “Hi Penny, it's me
Moira. What would you like me to make for dinner tonight?”

B You could encourage the home carers to communicate with the person in a similar
way e.g. “I'm Angela, Penny. | come in the mornings to see if you need any help with
anything. How are you today?”

B The most important thing is to communicate that you actually know the person and
you are not a complete stranger. This approach is useful for preventing distress and
responding to it. Understandably, carers can feel very distressed when the person they
are looking after appears to have difficulty in recognising them. There are a number
of things which you can say or do which will help to enhance their recall of your
relationship. Although they might still have difficulty placing you or remembering your
name, using these techniques can assist them to recall the feelings they associate with
you, such as familiarity or love.





B se their preferred name — sometimes people are known by a name other than the one
on their birth certificate, or perhaps you have known the person by a family nickname
in the past.

B Talk to them about their personal interests or experiences. For example, Penny may
be more orientated if you said “I saw a painting you might have liked yesterday” or
“Tell me about your dogs?”, if she is known to have had dogs throughout her life or
enjoyed art. Talking about familiar things or shared experiences with the person works
by providing a pleasurable distraction and reducing their anxiety by allowing them to
relate to something familiar.

Nonverbal communication:

B Direct the person to a photograph with you both in it — by showing a photograph of
you both together, this will be a memory prompt or a reminder that the person has
spent time with you before.





An example:
A person communicating distress by
physical aggression

Consider Jeannie’s thoughts. Jeannie lives on her
own in a sheltered housing complex, her niece
Margaret visits her each week.

Margaret is trying to support her with her personal hygiene
care, since it seems that Jeannie has not washed or changed her
clothes since her visit last week.

Jeannie’s thoughts: ‘That woman is trying to take off my clothes!
Who is she? | only came in here to use the toilet. The police
should know about her. Well she won't be stripping me! | think
she must be mad. I'll stop her’. Jeannie may then physically

try to stop Margaret from helping her, causing distress both to
Margaret and Jeannie.

Meeting the personal care needs of people with dementia can
sometimes be very difficult.

Points to consider:
Washing and bathing can become a source of great distress
for the person with dementia and can also be physically and
emotionally challenging.






There are a number of reasons for this:

Being naked in front of another person, particularly an apparent stranger can be
difficult. The person with dementia may feel embarrassed and not understand that you
are there to care for them or assist them with these tasks.

Pain as a result of illness and musculoskeletal conditions can make the person wish to
avoid certain tasks.

Physical weakness caused by frailty and ill health can mean that the person feels they
do not have the energy to have a bath or shower and change their clothes.

Anxiety and misunderstanding because of memory impairment can mean that the
person may misinterpret your intentions and experience your approach as threatening.

Similarly, the person with dementia may have lost track of when they last bathed and
feel that they do not need to wash today. Often, older people were raised in an era
when daily bathing was uncommon and it is worth considering whether we might be
expecting too much from the person by expecting them to bathe as often as we do.

Loss of understanding, or inability to recognise the bathroom and its purpose can mean
that the unfamiliar environment can become anxiety-provoking.

Previous negative bathing experiences. Even though the person with dementia may not
recall what happened previously, they are likely to recall the extreme emotion which
they experienced at the time. They may associate this emotional reaction with the
current situation and become distressed.

“If he forgets to wash I will have a bath and
say |'ve finished but the water is still hot
why don't you jump in and use it up”






How could you best respond in this type of situation?

When someone is stressed or distressed their levels of physiological arousal can increase.

It can take 45-90 minutes for these levels of arousal to return to normal so make sure that
once the aggressive act is over, the person is given time to calm down in a quiet area where
the likelihood of provocation is minimal.

® While it is very difficult to contain your own distress, try not to show criticism or
irritation and do not confront them.

B Watch for warning signs that the person you are caring for is becoming more anxious
or agitated.

B Get help if the situation does not begin to calm down quickly.

B Do not make sudden movements or use a sharp tone - remain calm and keep your
voice low.

B Give the person plenty of space.

In this situation you might want to remind yourself of the above ‘points to consider’ in trying
to understand what caused the person to become distressed or even aggressive.

B Given your knowledge of the person, might there be a better time of day to introduce
the idea of personal care?

B Similarly, is there anything else you can do or say, to explain what is going to happen,
engage their co-operation and help them remain calm throughout?

B Could you address pain or privacy issues to make the situation less anxiety-provoking?

B Could you introduce a helpful calendar to help the person keep track of their bathing
habits and reinforce their importance?

Bathing can be a pleasant experience for many of us. Perhaps you can think of ways to
make this more pleasant for the person you care for?





An example:
A person communicating distress through behaviour that
could compromise their own or others' safety

David moved into sheltered housing about six months ago. Over the last
six weeks, he has begun to leave the complex in the middle of the night
and has been leaving the security door to the complex lying open. When
the door is left open, the warden is alerted by an alarm and David has
often been escorted back to his home by her. Unfortunately, a few nights
ago, the warden was busy dealing with another issue and after going out
by himself, David had to be brought back to the complex by the police.





Points to consider:
B |s David trying to leave because he does not recognise this as his home?

B |f so, could you place more familiar objects around for him such as pictures of himself
with family members, the warden and other residents?

® |s David having difficulty sleeping at night due to napping during the day, wakening up
due to pain, or might he be depressed at present?

® \Would David benefit from increased stimulation and rewarding activity during the day,
to help him sleep better at night?

® Would David benefit from changes to pain relief to aid sleep or might he benefit from
support from specialists to improve his mood?

How could you best respond in this type of situation?

If the person is engaging in an action which is compromising their safety you could explain
to them the reason why they should not do this and then try to redirect them to another
activity. It sounds like the warden managed to do this fairly successfully when attempting to
get David to return to his home.

Might there be something else you can do as a carer, to address the underlying causes or
triggers which might be contributing to the person’s behaviour? Identifying and responding
to an unmet need should lead to a reduction in the distressed behaviour and improve the
safety of the person with dementia and those around them.
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= i The person may ask the same question over
and over again. This is usually related to
memory loss and they simply cannot remember
the answer you gave them. If they are also
feeling anxious or unwell this can make the
situation worse. If you can, try not to be
impatient when you respond. Do not say
things like, “I've already told you that”, as this
can increase the person’s feelings of anxiety
and make their recall even more difficult.

-
\

It is best to provide the answer for someone
each time, since asking them to guess by giving
them clues often leads to errors and more
confusion. Once you have given the person

the answer, try to distract them or encourage
others to do so.






Distraction can be a very effective way of supporting people with dementia who are
experiencing distress. The general idea is to talk about something or focus on an activity
that is not related to what the person is distressed about. It is important to use short and
simple sentences and to stay calm. This is particularly effective if you know something of the
person’s life history such as their hobbies or previous occupation. This personal knowledge
can help to form the basis for the conversation.

If you find yourself becoming irritated by their repetition, it can help to leave them alone

or with someone else for a short time until you feel more responsive. The person can also
become stressed by planned future events such as hospital trips. In this case, it is often
better to tell them about this just before it happens, so they don’t become more anxious and
worried over time.

Repetitive movements

Some people repeat the same phrase or movement time after time. This is called
perseveration. This can sometimes be caused by physical discomfort and is made worse
when the person is in pain or unwell. It can also be exacerbated by the demands of noisy,
busy environments.

Treating the person’s physical condition and reducing the demands of the environment may
help. Repetitive behaviour such as moving the chairs around or trying to empty bins can be
caused both by anxiety or boredom. Having something safe and more interesting for the
person to occupy themselves with may help in this situation.





Suspicion

Sometimes the person with dementia may accuse people of stealing from them or talking
about them. This can be due to the memory problems they have or difficulties in making
sense of the world around them. This is often worse when they find themselves in a strange
environment and are unwell.

It is important to appreciate that the person cannot control their beliefs and that these
are real to them. It is therefore useless to argue with these beliefs. By showing that you
understand why they are distressed they may become calmer.

Distracting them rather than discussing their beliefs and reassuring the
person that you are there to help, may ease the situation.

Of course it is also important to check the truth of any assertions the person may make but
if these are clearly untrue, then it is equally important to support the person with dementia
who is likely to be very distressed by these beliefs. Focusing on the feeling the person is
expressing is a more appropriate intervention than challenging the belief.

To avoid persistent suspicion ask yourself: Can | prevent the suspicion from happening? For
example, if someone is suspicious that someone is stealing their wallet, or repeatedly asks
where it is (because they cannot find it); could you get them a brightly coloured & extra
large size wallet? Each night, this could be put in a specific place such as a basket by their
bedroom door. As a visual aid, a tick could be placed on a wall chart next to it, to confirm it
has been put in the correct place. Consistently placing something in one place could enable
the person to learn to do this routinely and without prompting. If this does not help, speak
to a health professional if this continues to be a worry or difficulty.





ACCESSING PROFESSIONAL
SUPPORT AND
INTERVENTIONS

to alleviate stress and distress

There will be times when the person with dementia whom you support may become
stressed or distressed and you feel unable to help. If you think back to the potential causes
of distressed behaviours, you will remember that there are a number of factors that can
contribute. These include medications, as well as physical, environmental, psychological and
emotional factors to name a few. It is therefore important that you and the person you care
for are able to access the right support and in a timely fashion.

For example, if adapting your communication style has not helped to alleviate the person’s agitated behaviour,
because actually it is pain that is the main trigger for their distress, what they really require is medical support to
assist them with this. Therefore, when you have tried to prevent distress, have used the strategies documented
here in responding to distress and have found that they have not helped:

it is important that you and the person you care for access professional assessment and
review.

If you find that you are unsure who to speak to regarding your concerns, a good first step is to approach a relevant
professional. The person you care for may already have a Community Psychiatric Nurse (CPN), Psychiatrist or other
mental health professional who can assess and intervene. They cannot help however if they do not know there is a
problem.





For many carers the first port of call is the person’s GP, who can screen for infections

and refer to specialist services such as community treatment teams that include nurses,
social workers, medical staff, psychologists, occupational therapists and a range of other
professionals. These multi-disciplinary teams can assess and intervene appropriately to
attempt to meet the person’s individual needs and to support you to continue in your caring
role.

No two people are the same. Distressed behaviours may appear similar,
but have different causes. Different causes need different approaches and
intervention.

It is important to prevent distress in people with dementia not just for the person in distress,
but also, to prevent distress to you as their carer and to other family members. Observing
someone in distress or feeling like you do not know how best to respond can result in you
experiencing stress or distress too. It is important to discuss difficulties in managing or
coping with stress and distress in people with dementia, for all parties involved. In sections
four and five of this resource, we will consider how you can look after yourself and manage
the stress you may experiencing in your role as carer.





WHEN TO ACCESS
PROFESSIONAL SUPPORT

...and what they will do!

Thinking back to section 1, you should be contacting professionals for assistance if:
you have been injured significantly by the person you care for
there has been a sudden change in the person you care for within a short time period

the person you care for is tearful on a daily basis for two weeks or more

the person you care for is coming to physical harm in anyway

B you feel overwhelmed without any respite within a seven day period

It is not reasonable to expect caregivers to continue with their caregiver task without support and professional
assessment.

As part of providing person-centred care for people with dementia who are experiencing stress or distress, it is
important for health professionals to assist you by conducting an assessment to identify or understand what need
is not being met. As a carer for someone who has dementia, you will be asked to contribute to the assessment in a
number of ways.

Firstly you will be asked a number of questions by the health professional to help them to clearly understand the
stress or distress that the individual you care for is experiencing. If the health professional has excluded medical
factors that could have caused their distress or difficulty (link to section 1) and they believe it may be a social,
environmental, or psychological factor contributing to their distress, you may be asked to complete ABC charts.
The health professional conducting the assessment will advise you how to complete these fully.





Do not think that you have to start these on your own! Interpreting these is
a complex process that requires training and will be done by a professional.

What are ABC Charts?

ABC charts help us to assess the situation surrounding the distressed behaviour. They help
us to reflect and consider what was happening before, during, and after, an episode of stress
or distress. The examination of completed ABC charts can provide some answers, or at least
some theories, about the causes of the behaviour, or in other words, the unmet need, that
is being communicated.

The ABC chart:

B aims to shed light on the emotion that the person may be experiencing at the time
(e.g. fear, anger, sadness, anxiety, frustration)

B helps us to understand what the person with dementia might be thinking and what
they are trying to communicate to others

B is a method for analysing what just happened and to consider all possible clues in the
environment that may be triggering or maintaining someone’s distress

B helps us record and monitor how often the person is experiencing distress, and monitor
any improvements over time





ABC stands for:

A - Antecedents: This means what was happening just prior to the person becoming distressed. Antecedents can
trigger or reinforce distress. Identifying antecedents helps to identify causes of distress so that preventative action
can be taken in the future.

B — Behaviours: This is simply a description of the behaviour(s) witnessed by you or anyone else who was present.
You should not interpret the behaviour — just provide factual details as to where the person was, what they said or
did, to whom etc.

C — Consequences: These are the responses or outcomes to the distressed behaviour, either from yourself, others
or the person in distress. This helps to determine what might be achieved by communicating their distress. For
example, in many instances, ABC charting can highlight the things that have been successful in responding to an
individual’s distress, and these effective responses can be used again in the future.

After ABC charts are completed over a period of 1-2 weeks, the health professional may arrange a group session
for everyone to discuss the findings. This aims to help you and others caring for the person to develop a shared
understanding of the person’s distress, its causes and some of the thoughts and emotions which may have
contributed to this. Once we understand this, we can then develop some ideas to help us meet the identified
unmet need. This will form part of the person-centred care plan and will aim to reduce the distress experienced by
the person with dementia.

To access specialised assessment by a professional you need to advise your GP that the person
you care for is displaying signs of distress





PHARMACOLOGICAL
APPROACHES

to distressed behaviour

Medications

A number of medications are prescribed to try to alleviate distressed behaviours in people with dementia. This

is because health professionals are trying to treat what they believe to be the cause of the person’s distress. For
example, if a person is shouting or screaming at others that only they can see and they are very distressed by this,

it is reasonable to think that they are experiencing hallucinations. Therefore, treating the psychosis or hallucination
would be desirable, to reduce the distress. Sometimes, other behaviours such as aggression, agitation, or mood
problems such as anxiety and depression are also treated with prescribed medications, with the aim of reducing the
distress associated with these.

However, many experts have highlighted the fact that some medications are prescribed with the intention of
having a sedative or tranquillising effect to reduce behaviours perceived as ‘difficult’. In fact, some of these
medications do not have a high success rate in reducing actual distress, can come with significant unwanted effects
and carry additional risks.

Medical professionals are all too aware of this, and are reducing the prescription of medications that have little
benefit or may cause serious risk to the person. Health professionals would prefer non-pharmacological options
where possible, with regular reviews of prescribed medications for individuals.

There are a range of potential unwanted effects and negative outcomes associated with many of the medications
used to treat the problems people with dementia might experience.





Possible unwanted effects of medication

B |ncreased mortality rate ® |ncontinence
B Risk of falls and therefore, ® Dry mouth
fractures B \Weight gain
B Drowsiness ® Diabetes
® Movement problems ® Walking about (sometimes
B An increase in the rate of called “wandering”)
difficulties with memory or ® |ver toxicity
language

B Sexual dysfunction
B |ncrease in agitation and

_ ® Stomach upset,
confusion

L B Blurred vision and dizziness,
B Constipation

B Stroke

It is recommended that people who are prescribed these medications have these regularly
reviewed by their doctor or nurse.

If you have concerns that the person you care for has not had a recent
medication review, or is affected by any of these side effects, you should
raise this with the person’s medical practitioner.

For more detailed information on medications used for treating symptoms of distress, please
read ‘Dementia: Drugs used to relieve depression and behavioural symptoms’ published by
the

http://alzheimers.org.uk/site/scripts/document_pdf.php?documentiD=110





SECTION 3

SUMMARY

In this section we have considered the experiences of people with dementia
and have learned that it is important as carers, to try to prevent stressful
situations arising and therefore, avoid situations where a person with
dementia might become distressed. However, given the complex inter-play
between the effects of the condition, the needs of the individual, and the
physical and social environment surrounding them, this can often be difficult.

We learned about using ABC charts as a way of analysing, monitoring and understanding
the behaviour being displayed, as well as the distress experienced by the individual; and
explored a range of possible responses designed to alleviate stress and distress.

We also learned about the need to be person-centred in our approaches to helping the
person with dementia, to assist you in your role as carer in responding to and managing
difficult situations which have the potential to be challenging for everyone. Seeking

specialist assessment may be beneficial and is essential for certain situations.











RESPONDING TO YOUR
STRESS & DISTRESS AS A
CAREGIVER






INTRODUCTION

In this section we will consider how you can look after your own needs

as you continue in your caring role. Failing to look after yourself, and
always putting the needs of others first, is likely to lead to feelings of stress,
exhaustion and ill health, which may also have a detrimental impact on your
effectiveness as a carer.

Your own needs are just as important as the needs of the person you care for and this
section is intended to give you the opportunity to reflect on your own needs as an individual
as well as a carer, to enable you to plan how best to continue in your caring role.

How will this be of benefit to you?

By the end of this section we hope you will be able to:
B Recognise your reasons for providing care
B Understand emotional responses to caregiving

B Recognise burnout and know when to access help

B | earn ways of responding to others





There are lots of reasons to care for someone else. Some people do this
because they appreciate what the person they care for has done for them
in the past and wish to offer similar care in return. Another common
reason is the strength of the relationship between the carer and the
person they care for, which can often include feelings of love or great
affection.

Similarly, carers may experience a sense of obligation or duty to provide care, as well as
satisfaction that the care they offer is improving the life of the person with dementia.

It may also be the case that it is difficult to identify anyone else who could provide the
care. There are many positive reasons which people give for why they care. However, it is
not uncommon for people to care for a whole range of positive and negative, as well as
complicated and somewhat contradictory, reasons.






Studies confirm that carers give many positive and negative reasons for caring for a

person with dementia and that these reasons can be associated with different emotional
consequences for the carer'. People who report more positive reasons for providing care also
report experiencing lower levels of burden and more social support. Recognising the positive
aspects of caregiving is therefore important to your own wellbeing as a carer.

The table below lists the reasons carers gave for providing care, in order from the most
frequently reported, to the least frequently reported. The reasons are a mix of positive,

negative and neutral reasons.

Reasons for providing care, in order of frequency of being mentioned:

Live the nearest/closest to the person

No one else available

Others are unwilling to provide care or are unable to do so
Caregiver is not working or has flexible work hours

Has a strong positive, trusting, close relationship with the person
Others are unwell or frail

Others cannot provide care because of roles/responsibilities

Provides care because they are a woman
Others have a difficult relationship with person needing care
Desire to provide care for the person

Caregiver is the oldest or youngest in family
Caregiver promised they or another relative they would care

Caregiver describes self as caring or reliable
Caregiver has sense of duty or cultural expectation

Caregiver drives

Caregiver speaks the person’s language
(Source: Camden et al., 2011)

' Brodaty, H & Donkin, M. (2009) Family caregivers of people with dementia. Dialogues Clin
Neuroscience, 11, 217-228.





“‘Dementia is another dimension of
care as it teaches us ‘humility and
humanity’for our fellow human being,
if we let it”

Why do you care?

It is important to acknowledge the multiple, positive and negative reasons why you
provide care for someone with dementia. Having reviewed the reasons given by
other carers, perhaps this will assist you to think about why you care.

You can look at the balance of reasons for yourself and perhaps decide on the basis of this,
whether you might like more support. Research suggests that you are more likely to cope
with caring and provide care for longer if you are able to identify positive reasons why you
care. Some people will find this easier than others. If most of your reasons are negative,
perhaps it would be helpful to discuss increased support with other family members

or professionals involved in working with you or the person you care for e.g. GP, CPN,
Psychologist or Social Worker. It is completely normal to feel negative about caregiving at
times. To deny any negative feelings or experiences would be unrealistic and abnormal! Even
mental health professionals trained in providing care to people with dementia struggle with
the caregiver role when it is in their own family — despite all their training!

If you find yourself feeling resentful, angry, or negative about why you are caring for the
person with dementia it may be a sign that you need to speak to someone about how you
feel — it is often a sign of being isolated, caring alone, and under stressful circumstances.

It is not a sign that you are a bad caregiver or indeed a terrible person to
feel negative about your caregiving role at times. This is natural and it is not
surprising for this to occur at times.





EMOTIONAL
ASPECTS

of caregiving
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Developing dementia, and caring for someone who has dementia,
inevitably brings many challenges, changes and losses along the dementia
journey. Over time, the impact of dementia might mean that you have had
to give up some things which you had planned for and looked forward to
and this can be very difficult to accept.

This can lead to a range of mixed and potentially confusing emotions. It may be you want
to continue to provide care and find this rewarding, but at the same time feel apprehensive
about this and at times, resent the person for requiring this care. Emotions can sometimes
be confusing and frightening for people, especially if they are intense. Many people find
that if they confide in someone and share their feelings, these emotions are easier to cope
with. This may be the first extremely stressful life event you have had to work through, but
probably not.

Think about other strong emotions you have had in the past, how did they resolve? It may
have seemed like they were never going to go, but they likely did, and even if they didn’t
they would have reduced in intensity.

As we saw earlier, stress and distress isn’t just experienced by people with dementia. In
fact, we all experience distress at different points throughout our lives and we know that
caregiving can at times be an extremely challenging task.





How do you know if you are distressed?

Sometimes we know we are finding things hard and we can identify it early
on. At other times though, we might be the last one to realise this and, in
fact, it might be our friends or family members who point this out to us.
Early on there are more subtle signs that we are becoming stressed. These
might be small changes in our behaviour, compared with how we usually
act, feel and think. We might notice that we have started to find it hard to
think as clearly as we usually do, or because we are more distracted, we
might start forgetting to do things. Similarly, we might notice that we are a
little more short-tempered with those around us or more easily irritated.

If we ignore these signs and try to carry on as usual, they may escalate and become more
problematic. We might start to find that we have trouble sleeping, our mind feels like it's
racing, we are jumpy and on-edge. We may start to feel low and our thinking may become
very negative, hopeless regarding the future or critical of ourselves or others.

Noticing these changes in our thoughts, feelings and behaviour is not a failure - in fact these
can be quite common.

A carer






Seeking and accepting support

You may find it helpful if you could talk to your family and friends, since they may know the
person you care for and could perhaps support you by contributing to the care they require.
It may also be helpful for you to seek support outside of your family and friends by talking
to a professional such as a Dementia Nurse, Support Worker or Social Worker, if they are
involved with the person you care for. If not, then your own GP should be able to help you
assess your feelings and direct you towards appropriate support.

Sometimes, people can feel that it is a weakness to seek help and that this indicates that
they are struggling to cope. In reality, it takes strength to realise that your needs are as
important as those of everyone else and that by seeking and accepting help from others,
you are actually demonstrating effective coping skills. By seeking and accepting support, this
should allow you to continue to provide high quality care for longer. Caring for someone
with dementia is a challenging, demanding and ultimately, rewarding job and most jobs
which fit this description are best carried out as part of a team. Some of the exercises within
this chapter should help you to organise a team of supports around you and the person you
care for.

Maintaining a balance in caregiving

We all need to have things in our life that give us a break from our responsibilities. It can

be difficult at times to balance our responsibilities as a carer with our responsibilities as an
employee, a parent or a friend. In the face of this complex juggling act, it is not uncommon
for carers to feel they have begun to lose sight of themselves and what is important to them
as an individual.





Often, carers put their own interests and enjoyment to one side and focus all of their
energy and attention on responding to the needs of others, in the time they have available.
Unfortunately, this can lead to burnout which describes a feeling of mental and/or physical
exhaustion, where the person feels they have no more to give and may begin to believe that
nothing they do makes a difference anyway.

Recognising signs of burnout:

Withdrawal from friends and supports — they want to tell you things you don’t have
time to hear or they don’t understand you when you describe your situation.

Refusing offers of support — it may seem quicker or more efficient to do things yourself
and in the way you are used to.

Neglecting your needs - not getting enough sleep, eating poorly, drinking or smoking
too much.

Working even harder still to achieve your goals and blaming yourself for failing to
achieve the (unrealistic) goals you set for yourself.

Frustration and annoyance with yourself — thinking, “I'm still getting it wrong after all
this time..."”

Denial of any problem or stress — thinking, “It's just a one-off”.

Emotional blunting and/or depression — feeling like you don’t have the energy to care
about anything else.

Irritability - snapping at family friends, feeling on the verge of tears, fantasising about
escaping from everything.





‘I had to learn to understand
that wanting to be a
perfectionist, having my
house clean, that in the

grand scheme of things it
didn't really matter”

Susanna, a caregiver

Thankfully, with support from others and a bit of problem solving, it is possible for carers to
achieve a balance which allows them to maintain their own psychological wellbeing while
continuing to care. It's not unreasonable to want to care, while keeping other aspects of
your life going but you may need to work out what you can negotiate on or change to
enable you to have the time to maintain your interests. It will help you to continue to care
if you are able to keep some of your interests, which are enjoyable or give you a sense of
achievement.

Try to find a balance by maintaining the things that are very important to you and make

life pleasurable. Such interests are very individual, but hopefully you can identify some
things which you like to do which help you to relax, give you pleasure or leave you with the
satisfaction of having done a good job. To some extent, some of your caring responsibilities
might lead to these positive feelings, but it is important to make sure you can identify other
activities which offer similar rewards. These might include singing in a choir, seeing friends,
walking your dog or exercising. If it is important to you, it is important that you try to find a
way to continue to do it.





‘people don't truly realise
how difficult it is to take time
out. It is however, essential
and allows for the care to be

continued”
Jan, A carer

Case example

Maggie cares for her dad and has high expectations of herself in terms of
the care she believes he deserves. She finds it much easier to give up the
time she would normally spend doing what she enjoys, in order to meet
these high expectations. She gave up her job four months ago and now
spends 24 hours a day with her dad, as well as running their family home
and looking after her two teenage children. She has not gone swimming
or seen any of her friends for about six months and has begun to feel quite
tense and nervous.

While Maggie's dad clearly needs care and support, the end result if Maggie continues to
care in this way is likely to be that Maggie experiences depression, stress, burn-out, and is
left feeling like she does not have her own life, leading to hopelessness and isolation.

To help herself, Maggie started to review the balance in her life between her responsibilities
as a carer for her dad, a mother and a wife, but also her responsibilities to herself. She has
completed the form below, which allowed her to look at how she balances these demands.

"I have a bubble bath every single day, that’s my way of coping”

Susanna, a caregiver






This “My Non-Negotiables” worksheet focuses on the importance of continuing to spend time doing the things

which are important to our wellbeing and how we can overcome some of the barriers which often get in the way.

As you read the information which Maggie included in her worksheet, try to reflect on whether there are any
similarities between Maggie's situation and your own.

My Non-Negotiables: Keeping Myself Going

Interests that give
my life meaning

Reasons for
maintaining these
things even when
the pressure is on
to drop them

Negative thoughts
that tell me | don‘t
have time anymore

Arguments against
these negative
thoughts

People I'll ask to
help me hold on to
my interests

My book club | go to
with my daughter

Having lunch with my
friends

| get out of the house

Reading books gives
me a break even
when [ am in the
house

Seeing my friends is
good fun — we have a
good laugh and | miss
them

My friend Alison went
through a similar
experience with her
mum — it would be
good to talk to her

| tell myself I'm being
selfish putting my
needs first

[ tell myself it doesn't
matter if | miss a few
meetings — other
things are more
important

I'll never keep on top
of everything around
the house if | go out
twice per week

I'll become exhausted
if I don't take a break

I'll lose sight of why
I'm doing this.

| need to care for
myself in order to
care for Dad - | need
time to relax

My daughter - I'll ask
her to come for me
before the book club
starts to save travel
time

My husband — I'll ask
him to spend time
with Dad while I'm
out

My friend Alison —
she’s a good listener
and knows when |
need a good laugh or
a good cry.






Knowing how busy being a caregiver is (whilst you
may also work full-time or part-time, or have other
people to care for such as children or grandchildren)
as well as the housework, chores, paperwork,
interests and everything else in between, you may
find yourself thinking ‘I don’t have time to fill in

a worksheet!”. It may be helpful therefore if you
manage to consider this worksheet before the
caregiving demands increase, if you manage to do
this once it may act as a useful reminder later on as
to what is important for you.

You don't need to fill one in, but try to stop and
think for a few moments about what interests

are important and give you meaning in your life.

Try to remember this to help maintain your own
wellbeing. Easier said than done, but we do know
that when caregivers do not maintain something

for themselves, this results in depression, stress and
anxiety. It stops you from actually providing the best
care you can to the person you care for. Itis not a
selfish task maintaining interests in your life.

If you recognise even a little of Maggie
in yourself, perhaps you could consider
using the worksheet opposite to set out
what your “Non-Negotiables” are.

What are the key things which are important to
your wellbeing which you’d like to maintain?
Can you identify ways to overcome any barriers
which are preventing you continuing to enjoy
these activities? Are there interests which you
have given up over time and which you would
like to try to resume?

Helpful questions to enable you to argue against the
negative thoughts are:

What is the evidence that you don’t have time
anymore? Can anyone help you to free up
some more time?

What advice would you give a friend in the
same circumstances?

If you stop doing this activity what or who will
you miss? Who else will miss out?

If you drop this activity which you enjoy, what
will be the short term effects and the long term
consequences?

Are any short term gains worth it for the long
term consequences?

Who will gain the most from your decision?
If it's not you, how is this going to be for the
good of everyone in the longer-term?





My Non-Negotiables: Keeping Myself Going

Interests that give Reasons for Negative thoughts Arguments against People I'll ask to
my life meaning maintaining these that tell me | don’t these negative help me hold on to

things even when have time anymore  thoughts my interests
the pressure is on to
drop them

Once you've completed the form above, ask yourself: Even in the short-term, what single thing could you do right
now to help keep your life in balance?

B Going for a short walk?
B Exercising at the gym?
B | jstening to a favourite piece of music?

® Phoning a friend for a chat?

Reading a chapter of that book you never get to pick up





Asking for and accepting help

Accepting help when it is offered can be difficult enough. Asking for help can be especially
tough and sometimes we need to think it through. If a friend offers to give you a break and
you find it hard to accept, maybe that is a signal that you could stop to look at your reasons
for turning down help.

B |s it because you think that it would be too upsetting for the person you care for to
have an unfamiliar person around?

B |f 5o, perhaps you can have your friend co-care with you for a while, allowing them to
‘get to know the ropes’ and for the person you care for to accept the new person.

B Might it be quite positive and stimulating for the person with dementia to have another
person to spend time with? Does your friend have different interests or skills which he
or she could use during the time spent with the person you care for?

B Are you perhaps turning down assistance because you feel it would be quicker and
easier to do everything yourself? What would happen if you became exhausted or ill
and care had to be provided at short notice? Perhaps it would be better to introduce
other people to the person with dementia in case this happens, to ensure they are
familiar with them?

Remember, we achieve so much more when we have support. It is not weak or wrong to ask
for help - it is a normal response to a potentially difficult situation.





Since caring can be very demanding and at times unpredictable, carers can
sometimes feel like they are never doing a good enough job.

Sometimes when we are faced with a task which is quite challenging, the perfectionist in us
can emerge and we can tend to underestimate or undervalue our approach. It can be helpful
to review our recent experiences and acknowledge when we have handled certain situations
or issues well. As a starting point, let's work on identifying what you feel your good points
are. A new worksheet has been developed for this purpose and it may be useful for you to
take time to remind yourself of your strengths.






Case example

Before completing the worksheet for yourself, it may be
helpful to consider a case example.

Martha is a recently retired home carer. She looked after her mother who
had dementia while continuing to work and, in the main, found it to be

a positive experience. She felt a sense of pride when people praised her
compassion and care.

Martha’s husband Peter is 10 years older than she is. He was diagnosed with Alzheimer’s
disease two years ago. Martha is now his main carer. She sets her standards high and wants
to care for her husband as well as she looked after her mother. However, Peter’s dementia
seems very different to that of her mother’s, since he swears a lot and seems unhappy much
of the time. Martha finds it hard to believe she is doing a good job, especially as she often
wishes she didn‘t have to look after her husband. She feels very guilty and ashamed and
keeps these thoughts to herself.






Positive Qualities/Skills/Attributes Worksheet.

It can be difficult to blow our own trumpet, especially as we are often taught to be modest when we are growing up.
Think of this task like an inoculation jab against feelings of stress or depression. If you can identify some positive qualities in
yourself, then you can remind yourself about these when the going gets tough*

What qualities might your best friend point out to you? If you find it easier, go and ask some people about your positive
qualities, think of this as a homework task.

Step one: List three positive qualities

Positive qualities Who has said Do you agree? How can this help you?
this?
Thoughtful/Considerate My brother Yes, he knows | can remind myself when | feel stressed
me well. and Peter gets angry with me saying you
Patient and resilient only think of yourself.

Hardworking

Step two: Put these 3 positive qualities in a sentence

I am... Thoughtful/Considerate when looking after Peter as | try to help him with memory lapses
And | am patient when he loses his temper. | try not to take it personally

And Though it is hard work, I've never shirked my workload I'm a hard worker.

Remember we are all human and therefore never 100% perfect and never 100% bad.

*some people might find these positive qualities/attributes helpful written down on cards that you can slip into a pocket or a
purse and can bring out when needed.





Some people find it helpful to complete worksheets like this, although it may seem a

little strange at first, since it asks you to think about how good you are. For some people,
this may be difficult since most of us have been raised to be fairly modest about our
achievements. If you find that you cannot list any positive qualities and can only think of
negative qualities, then perhaps you can think of what a very good friend would say about
you if they were completing the form? If they were asked to list your positive attributes or
good points, what would they write down? Perhaps you could actually ask a good friend to
help you fill it out?

If you really feel you cannot think of any good points about yourself, you might want to
discuss this further with your GP or other professional working with you and the person you
care for, such as a CPN or social worker. It may be the case that you have become stressed
or low in mood and that these feelings are affecting your thoughts about yourself. Section

5 of this resource may be helpful in assisting you to identify the thoughts and feelings which
are troubling you at present, as well as directing you to sources of additional support which
may be beneficial.

Here’s a blank version of the form that you might want to try out.





Positive Qualities/Skills/Attributes Worksheet.

It can be difficult to blow our own trumpet, especially as we are often taught to be modest when we are growing up.
Think of this task like an inoculation jab against feelings of stress or depression. If you can identify some positive qualities in
yourself, then you can remind yourself about these when the going gets tough*

What qualities might your best friend point out to you? If you find it easier, go and ask some people about your positive
qualities, think of this as a homework task.

Step one: List three positive qualities

Positive qualities Who has said Do you agree? How can this help you?

this?

Step two: Put these 3 positive qualities in a sentence

lam...
And

And

Remember we are all human and therefore never 100% perfect and never 100% bad.






There is a strong connection between caregiver stress and
depression. This is not to say that being a carer means you
will inevitably become depressed, or even that being a carer
causes depression. If we strive to provide our loved one

with the best quality care and sacrifice our own needs in the
process (e.g. not sleeping or eating as well as we should,
neglecting our own emotional needs), then we may over
time become demoralised and some people may develop
depression. Perhaps you can pause for a moment and think
about how you treat yourself and what sorts of messages you
give yourself.





Feeling Guilty

Caregivers can feel overwhelming guilt about a
number of issues. Often caregivers may feel guilty
because they believe they are not doing a ‘good
enough job’, or believing that they should be able

to do more. Often, this can relate to how they have
responded to or interacted with the person they care
for in a particular situation. They might feel guilty
about shouting at the person due to frustration, not
spending enough one-to-one time with them (in their
opinion), or experiencing an emotional response to
the behaviour of the person they care for. There is
also the common feeling of guilt when caregivers
cannot accomplish everything the dementia leaflets/
books, including this resource, tell them to. So much
advice from so many places! How will you ever fit

it in? You could cancel that appointment you had
booked so that you could start to think about it, but
then that's another thing to feel guilty about!

Because feeling guilty is a known difficulty when
you are a caregiver the following questionnaire was
developed to assess the degree of guilt experienced
by people.

The questionnaire describes a range of thoughts and
feelings. See how each statement relates to you by
ticking the relevant column to indicate how often you
have had these feelings and thoughts during the past
few weeks:





Caregiver Guilt Questionnaire (CGQ) 0
Statement Never

| have felt bad about having made some
plan or done some activity without taking
my relative [person | care for] into account

1
Rarely

2
Sometimes

3

Several times

4
Always or
almost always

| have felt guilty about the way I've
sometimes behaved with my relative
[person | care for]

| have felt bad for not looking after my
other relatives (husband, wife, children . . .)
as | should, due to my caregiving

| have felt bad about not being able to
devote more time to my family (husband,
wife, children. . .), due to my caregiving

| have thought that I’'m not doing things
right with the person I'm caring for

| have thought that, given the
circumstances, I'm doing a good job as a
caregiver

When I've gone out to do some pleasant
activity (e.g. eating out in a restaurant), I've
felt guilty and unable to stop thinking that
| should be caring for my relative [person |
care for]

| have felt bad about things | may have
done wrong with the person I'm caring for

| have thought that perhaps I'm not caring
well for my relative [person | care for]






Caregiver Guilt Questionnaire (CGQ)
Statement

| have felt bad about getting angry with the
person I'm caring for

| have felt bad about telling off the person
I'm caring for, for some reason

I've got angry with myself for having
negative feelings toward the person I'm
caring for

I've found myself thinking that I'm not up
to the job

| have felt bad about not having more
patience with the person I'm caring for

| have felt bad about leaving my relative
[person | care for] in the care of someone
else while | do my own things (e.g. work,
shopping, going to the doctor)

| have felt bad for leaving my relative in the
care of someone else while | had fun

| have felt guilty about having wished that
others “could have this burden” or suffer
as | do

| have felt like a bad person for hating and/
or envying other relatives who could have
taken responsibility for some caring and do
not do so

Never

1
Rarely

p
Sometimes

3

Several times

4
Always or
almost always






Caregiver Guilt Questionnaire (CGQ) | 2 3 4
Statement Rarely Sometimes | Several times | Always or
almost always

| have felt bad for having negative feelings
(e.g., hate, anger or resentment) toward
some relatives

| have felt guilty about having so many
negative emotions in relation to caring

| have thought that the way | care for

my relative [person | care for] may not be
appropriate and may make his/her problem
get worse

| have felt guilty thinking that my lack

of information and preparedness might
mean that I'm not handling the care of my
relative [person | care for] in the best way
possible

Acknowledgements: We are very grateful to Dr. Rosa Romero-Moreno & Professor Andres Losada for their
permission to include this questionnaire in this guide.

In terms of understanding your responses to this questionnaire, higher total scores indicate greater levels of guilt.
Women tend to score more highly on this measure than men do; but spouses tend to score lower on guilt than
adult children caring for their parents. Perhaps a lifetime together and experience in resolving arguments or hurt
feelings may give spouses a slight advantage here.

If you find you are ticking number three or four on most items this indicates that you are frequently experiencing
high levels of guilt. This is not necessarily surprising given everything you are trying to do however, you may find
the following section of this resource helps to reduce this.

For helpful advice on responding to guilt click here to see a link to the

http://alzheimers.org.uk/site/scripts/documents_info.php?documentiD=105





When was the last time you praised yourself for a job well done in really
difficult circumstances?

Consider the following example. Lynne, a daughter caring for her father Alan, found herself
in a difficult situation whereby Alan was approaching strangers in the street and asking them
very personal questions, causing her a great deal of distress. This was very out of character
for Alan. Lynne felt like running away, knowing her father could still manage to get home
safely on his own. Lynne knew she would be faced with feeling either very guilty for leaving
her father in town, or feeling embarrassed at what he was saying and potentially causing
upset to others. Lynne decided to stay with Alan, and used humour when addressing the
strangers in the street after Alan had said something potentially upsetting. The situation
was not ideal, nor easy to cope with but when they returned home Lynne realised that she
had managed to do something she never would have been able to do before. She faced a
difficult situation and managed it to the best of her potential. Alan remained safe without
being deserted. Praising herself for her achievement (it was an achievement for Lynne
because she is a shy person and didn’t desert her father) she called her friend and told her
what had happened. Her friend laughed when she heard what Lynne had said and thought
she had done really well to respond like she did. You should praise yourself for managing
situations that are difficult. Try to realise your small wins and accomplishments as a caregiver.





MANAGING

the responses of others

Sometimes other people can have strong opinions on how to care for the person with
dementia. This can be particularly difficult to hear when you are the main carer, when you
are tired, stressed and doing the best that you possibly can.

Often we have certain ways of responding to this; often we can be either passive or
aggressive. Do you find you become quiet and avoid speaking up, do you beat yourself up
inside? Or do you become very angry and respond by shouting/screaming, giving them a
piece of your mind?

Either type of response is not surprising given the situation you are in, but often these types
of responses do not help. If you don’t speak up you are likely to think over and over what
they said, you may build resentment or you may become very low in mood and feel helpless.
If you shout and let your anger out you may find that the other person responds the same
way and this leaves both of you feeling worse than when you began. There may be other
ways of responding:

"I have struggled at times with providing care and also found it difficult at times to support my
siblings as well as my family.

Let’s look at the situation of Anne and her brother Frank:

Anne is the main carer for her dad Bill. She is also a busy mum of three primary school aged
children. She find balancing the needs of all these people together with making time for her
husband really difficult and she’s tired out. Recently though her brother Frank has starting

to make comments that really upset her. He criticises her caregiving and says she that she is
being cruel by not taking Bill outside more. Last week he remarked that “it was not humane,
the way he was inside all day.”





“My siblings would visit the nursing home more than come to my home [when mum was in
respite]. | asked my siblings why this was and they said it was difficult for them to come into my
home as it belonged to me”

Tips for responding:
Know what they are really saying /asking for: (try to take the emotion out it — This is hard!)

® Frank would like his dad to spend more time outside
Know what you want

B Anne wants Frank to stop criticising her, she would also like it if her dad went out more
often

Know why you want to respond
B Anne is getting upset by Frank’s comments
Work out if you can compromise

B Anne could ask Frank to take their dad out when he visits

Often when we feel this way we find it hard to explain how we feel without becoming upset
or hostile ourselves, having a plan and writing it down can help:

1 Acknowledge the other person’s request/comment.
2 State how this is making you feel
3 State what you want

4 Offer a compromise if possible

"My family struggle to cope with their mother having ‘dementia, some appear to be in denial
that anything is wrong. It can be a constant drain on you to the point that you have to leave
them to their own reality’.






The next time that...... Frank say’'s I'm cruel not
taking dad out more

| will respond with:

| know you think dad should go outside more often, when you say this it makes me feel
very upset. | would also like dad to go out more often. Perhaps the next time you come
over to visit dad you could go out with him instead of sitting in the house?

OR

Perhaps | will try taking the kids to football with dad and we can see how that goes

You may want to use this approach yourself, a blank version is below for your use:






SECTION 4

SUMMARY

In this section we have focused on the importance of making sure we care
for ourselves. There are a number of different reasons for caregiving and
people can have a variety of responses to the role. It is understandable that
we sometimes feel negative or overwhelmed by caregiving.

We have learned about the importance of taking time to recognise our strengths and
engage in activities that bring us pleasure. We have been introduced to tools such as the
positive qualities work sheets and ‘non-negotiables’ work sheets as methods for helping
to maintain a healthy balance in our lives. In addition, we have looked at strategies for
managing the responses of others.











f CARING FOR YOURSELF

t'





INTRODUCTION

In this section we will review some techniques you can use to reduce your
own stress and distress. We will be looking at a number of psychological
techniques such as problem solving, mindfulness, acceptance, compassionate
mind training, and cognitive reframing. This section is designed to help

you recognise your strengths and resiliency as a caregiver, and how to avoid
burnout to protect yourself and your needs.

How will this be of benefit to you?

By the end of this section we hope you will be able to:

B Have strategies in your coping toolbox to use to respond to your own stress and
distress.

Identify the positive aspects of caregiving for yourself

® Recognise and build upon your own individual strengths and resiliency

Understand and recognise when to accept help

Understand when and how you can access professional support and interventions to
alleviate stress and distress when required





HOW CAN YOU

RESPOND

to your own distress?

Firstly we need to decide how changeable this
is by analysing the type of problem we have:

1 Can the cause of this distress be changed/ modified?
If so, try realistic change strategies.

2 |s the cause of the distress unchangeable? If so, try
acceptance/ Mindfulness & compassion to yourself.

3 It may be that aspects of this difficulty are modifiable
and you can use some of the realistic change
strategies to good effect, for other aspects you may
want to use some of the other strategies.

"you can still live a life with
dementia.. "






Starting point:
I'm feeling bad
What emotion am | feeling?

What factors (situations/thoughts etc) are associated with these feelings?
Is there a problematic situation associated with this emotion?

Can | do something to change that situation?
Is there anything changeable in it?

What can | do? Let’s figure it out. Take If | cannot change it,
Generate possible solutions each factor and see if I can accept it
Try solutions one by one they are modifiable

Acceptance/
Accommodation

If these don't help try What can I do to feel a
acceptance little better?






>
PROBLEM
SOLVING

Realistic change

Let’s use the example of Barbara to explore this
approach: Carolyn is distressed because Barbara
keeps forgetting to take her medication, or when
asked she simply says she’s not surqvecause
she’s remember whether or not she has taken

it. Carolyn feels anxious whenever this happens
and worries what effect it will have on her mum if
she doesn’t take them or worse still, if she takes
them twice because she can't recall the first time.
Carolyn is tired and feels ‘on-edge’ all the time
because she doesn’t know whether her mum has
taken the medication each time. She is starting
to feel like a‘bad daughter’. Sometimes she starts
tg(lfécome low and tearful and at these times she
tells herself that she is a‘bad carer’ because she
can’t even get her mother’s medication right!.






First of all let’s look at how problem solving can help Carolyn:

Step one
Defining the problem causing the distress. ‘Mum is not remembering to take her medication or not knowing if she
has already taken them’

Step two
Asking is this important enough to need changing? Yes, because Barbara could be taking too much or not enough
medication and this could cause bad side effects or change her presentation/behaviour.

Step three

Asking is this changeable? Possibly, let's review our options.

Step four
Generating possible solutions. How many can you come up with? It doesn’t matter how silly they may seem at this
stage

Step five

Working out which option is best. Take each option and review its advantages and disadvantages.
Options generated:

A=> Try to forget about it and not get myself ‘wound up’

B=>» Speak to Mum’s GP and see if we can get a blister pack for her meds, at least that way I'll know what she has
and hasn't taken for each day

C=>» Make a wall chart tick sheet with days of the week, times for meds and each tablet name to tick off each day
as she takes them. Show her home carers the wall chart and ask them to fill it in through the day when I'm
not around.

D=» Make a wall chart (as above) and get a blister pack
E=» Sit with her every time she takes them to make sure she has them.
F=» Show mum the individual tablet packets (as a prompt) and when | see her ask if she has taken this one today.





Review of options

Option A
‘Try to forget about it and not get myself ‘wound up’
Advantages of this option

B |f | could do it that would be a very simple solution

Disadvantages of this option
B |'ve tried to forget about it before but it just comes straight back into my mind
B |f | don't do anything she might end up taking too much and becoming unwell

B |f | don't do anything she might end up taking to little and becoming unwell

Option B
Speak to Mum’s GP and see if we can get a blister pack for her meds, at least that way I'll
know what she has and hasn't taken for each day

Advantages of this option
® | would definitely know if she's had them each day if we had this
B | wouldn't have to count them out for her each day and rely on the home carers or my
son to get them right when I’'m not in

B Maybe mum would feel better as she would be able to see when she’s had them by
looking at the packet

B \When she forgets that she’s had them and | tell her she has she doesn’t always believe
me so this might reduce our arguments

Disadvantages of this option
® ||| have to find the time to go to the GP





Option C

Make a wall chart tick sheet with days of the week, times for meds and each tablet name to
tick off each day as she takes them. Show her home carers the wall chart and ask them to fill
it in through the day when I’'m not around.

Advantages of this option
B | wouldn't have to rely on my memory to check she had taken her meds that day
B Mum would be able to see for herself if she had taken them and she might not keep
asking me so often

B | wouldn't have to keep asking the home carers to check she had taken them, this
makes me feel bad anyway, like I'm ‘checking up on them’

B [f mum keeps asking me when her next tablets are to be taken | could direct her to the
chart and reassure her that she would be getting them at the next scheduled time.
Disadvantages of this option
B ||| have to find the time to make a wall chart & show the home carers how to use it

B \We still have to count them out each time & make sure she’s getting the right tablets at
the right time of day





Option D
Make a wall chart (as above) and get a blister pack
Advantages of this option
B | wouldn't have to rely on my memory to check she had taken her meds that day

B Mum would be able to see for herself if she had taken them and she might not keep
asking me so often

B | wouldn't have to keep asking the home carers to check she had taken them, this
makes me feel bad like I'm ‘checking up on them’

B |f mum keeps asking me when her next tablets are to be taken | could direct her to the
chart and reassure her that she would be getting them at the next scheduled time.

® | would definitely know if she’s had them each day if we had this

B | wouldn't have to count them out for her each day and rely on the home carers or my
son to get them right when I'm not in

B Maybe mum would feel better as she would be able to see when she’s had them by
looking at the packet

B \When she forgets that she’s had them and | tell her she has she doesn't always believe
me so this approach might reduce our arguments
Disadvantages of this option
B ||| have to find the time to make a wall chart and show the home carers how to use it
B ||| have to find the time to go to the GP





Option E
Sit with her every time she takes them to make sure she has them & tick off the chart.
Advantages of this option
B | wouldn't have to rely on my memory to check she had taken her meds that day
because I'd be there
Disadvantages of this option
B | would have to stop working altogether so that | could be with her all the time

® |f | stop working altogether | won't feel like myself, | enjoy going to work for a few
hours a week, | get to catch up with people and myself developing my skills

B Mum would probably still forget and we would still have the same arguments
® Mum and | would probably get sick of each other if we are the only people we see

® |'d still need to count the tablets out each time to make sure she had the right ones at
the right time.





Option F

Show mum the individual tablet packets (as a prompt) and when | see her ask if she has
taken this one today.

Advantages of this option

B | would be showing her respect

Disadvantages of this option
B | would be relying on mum to remember and she might get it wrong
B |f she got it wrong | might give her more tablets and that could make her |l

B Mum would probably still forget later on and we would still have the same arguments

Step six
Deciding which one to try. Overall option D seems to have the most advantages and least
disadvantages.

Step seven
Putting it into action. Plan the steps required to test this option out.

B Make appointment with GP to ask for blister packs

B Buy a white board or just use large sheet of paper & blue tack

® Draw up the chart

B Ask home carers to come in slightly early one day to show them how to use the chart

B Make an instructions sheet for the chart and pin up next to the chart, in case other
carers have to cover one day

B Start using the blister packs & wall chart
B Fyaluate — did it work? Ask myself is this system helping?





In section 1 we met a caregiver that was particularly distressed due to a change in her
husband'’s personality.

‘my husband now flirts with women which he wouldn't have ever done before, he thinks he is
being charming, but it causes me stress so | don't go with him to restaurants anymore because |
know he will hit on the waitress , it is the only way | can cope”

Following problem solving, she came up with a solution that made it possible for her to start
going to restaurants again.

“we called the restaurant in
advance to let them know about his S
behaviour...it meant | could relax "
knowing that | needn’t worry about
how people would perceive him...
the owner told me her mother had
dementia and knew exactly what |

was going through...it was such a

relief for me’”.






THOUGHTS, FEELINGS &
BEHAVIOUR

Let’s imagine that Carolyn puts her chosen option into place and the number of incidences
of Barbara taking the right medication at the right time improves significantly. However,
despite this Carolyn still has a deep down belief that she is ‘not a good carer’ for her mother.
What can be done to change this?

In these situations it can be useful to consider how powerful your own thoughts can be. The way we think about

a situation (our thoughts) can affect the way we feel (emotions), the way we act (behaviours) and our physical
state (physical effect). For Carolyn she thinks she is ‘'not a good carer’, this makes her feel sad and low in mood
(emotion) and as a result she stopped going out for her daily walks (behaviour), she now physically feels tired
and she’s finding it harder to concentrate (physical effect). The problem with this is that it can become a vicious
cycle that keeps going: because Carolyn stopped going out for her daily walks, she now thinks she is a ‘failure’
and believes ‘there’s no point trying’, so she doesn’t even try to go out anymore (behaviour). She’s noticed she
has even less energy than before (physical effect) and this makes her feel frustrated and low (emotions), she has
been tearful recently and is really starting to think she ‘cant cope anymore’ (thoughts).

Can you see how powerful Carolyn’s thoughts are in maintaining this vicious cycle?

It sounds silly but it's really important to notice the way you are thinking;
B \When was the last time you stopped to observe your own thoughts?
B Are your thoughts very negative?
B Do you criticise yourself or others a lot?
|

Are you very encouraging to yourself, do you give yourself a pat on the back when you achieve something no
matter how small?

“when you are coping with living with dementia you don't think of yourself and the effect it has on how
you act and feel”






When people feel sad, low and distressed, thinking styles can become very negative and
ultimately unhelpful. Here are some examples of common unhelpful thinking styles:

Jumping to conclusions/crystal-ball gazing

You start to predict the future with absolute certainty (fortune telling) based on your view
of the situation. It feels like it is going to be a disaster so you convince yourself it will be a
disaster. You can become demoralised and hopeless about your ability to change things for
the better.

Overgeneralisation
A bad exchange between you and your loved one is used as proof that he/she hates you and
you are a bad person. It will always be as bad as this from now on.

Black & white thinking
You think things like “If | don’t get it right all the time and if | am unable to cope with every
experience perfectly then | am a bad carer/partner/friend”

Discounting the positives
People praise you and tell you that you are doing good job. You tell yourself they don’t
understand as they don’t see all the countless errors you have made.

Personalisation (unrealistic standards)

You assume total responsibility for anything bad that happens. When situations work out
well you tend to externalise this and give others the credit. You end up with a constantly
critical view of yourself.





Mental Filter (selective abstraction)
Remembering and dwelling on all the times when you made a mistake in caregiving and
ignoring all the other times when things went well.

Catastrophising
Thinking that something disastrous will happen that means you won't be able to cope
anymore. You are in a constant state of worry about the future.

For instance, consider Erin who looks after her mum who has dementia. Erin’s mother
doesn’t believe that her memory problems are as bad as everyone makes out and she tells
Erin that she “needs to look after her own family” and “she has never really loved and cared
for her like a daughter should”. As Erin has never been a very confident person she feels
upset. She knows that her mother has dementia and she will need her help, but she thinks
“I'm not strong enough, and my mother hates me now. | can’t do anything to make this
work"”.

When Erin thinks this way she notices that she clenches her teeth and

has a pounding sensation in her ears (her heart is racing), she also has a
stomach churning sensation when she thinks about the future. When we
think negatively we have physical responses in our body. Sometimes the
best way to identify when you are having unhelpful thoughts is when you
notice certain body sensations such as your stomach goes into knots, or
when your notice tension in your body.





Which of the following thinking styles do you think Erin might be
experiencing?

B Jumping to conclusions/crystal-ball gazing
B Qvergeneralisation
B Personalisation (unrealistic standards)

B Mental Filter (selective abstraction)

[t could be all of these. All of these thinking styles can intrude into
Erin's thoughts and can leave her feeling demoralised and anxious
about the future, both in terms of what will happen and how she
can cope.

In the exchange with her mother Erin may be jumping to
conclusions as she uses this latest encounter to assume that

every time she tries to help her mother she will be attacked and
rejected. As Erin has a long history of difficult encounters with her
mother she has forgotten (Mental Filter) that she has developed

a set of coping strategies that she can use to help her deal with

her mother more effectively. She knows her mother will complain
and shout but eventually she will calm down and do what Erin
suggests. Last month after many weeks of saying this was never
happening, Erin’s mother signed power of attorney naming Erin.
She uses this example to remind herself that she has a tendency

to overgeneralise when she and her mother fall out. When she
gets home and talks it over with her husband, she can see that she
sets very high standards for herself and always personalises bad
exchanges with her mother as she feels she ought to be better able
to handle her mother.





Your thoughts are not necessarily facts, your thoughts are interpretations of situations. Different
I people may have quite different thoughts as a result of the same situation, and others may have a number
L of thoughts about a single situation.

If a work colleague walked down the corridor and as she passed by she didn‘t say hello, you might think:
B \What's wrong with her, did | do something to upset her yesterday?
B She looks stressed out | wonder if I'd best leave her alone and say hi again later

B She must be in a rush to get everything done, I'll go and see if | can help.

Depending on which thought | have I'm likely to have different emotional, behavioural and physical reactions. For
example, if | believe the first thought to be true | might feel emotionally quite angry or upset. If | felt angry | might
start to feel my heart start racing, | might become hot and red-faced (physical) and | might storm up to her and
demand to know why she ignored me (behaviour). If | feel upset, | might burst into tears (physical), and hide myself
away and try not to see her again (avoidant behaviour).

As you can see your thought in a given situation is just one way of interpreting what has happened. Often it is useful
to try to see if there are other ways of viewing the situation.

It can be helpful to begin by asking yourself the following:
B \What are the advantages and disadvantages of thinking this way?

B \What type of thinking style is this?

B Are your thoughts always right? Could you be mistaken?

Is this the only way to think of this situation?

Are there alternative ways to think about this?

What advice would you give a very good friend who thought this way?

Have you been in similar situations before and how did that turn out?





An example is given below:

My thought/ belief:
| should never lose my temper.

Advantages of this:
| can feel happy with myself if | manage not to lose my temper
| am doing what | believe is right

Disadvantages of this:

| feel terrible when we fall out as it is not his fault he has dementia but | can’t
always be 100% in control of the situation

It is exhausting as | have to be in total control of my emotions at all times

Possible Negative Thinking Style:
All or nothing thinking

How much do | believe this now?
| wish it were true but | know | am only human so | believe this thought 50% now

Is there another thought/belief that may fit better?:
Do the best | can and take it one day at a time. I'm not 100% in control of the
situation 100% of the time so | can’t be 100% responsible

Actions | will take to act in a healthier way:

| will plan to have quiet time at the start and end of my visits. If the situation looks
like it is getting fraught | will go to another room for a ‘drink of water’ and have a
breather before returning





Okay what if I've tried to solve the problem and I've challenged my thoughts but | still feel
the same... what next?

Sometimes we cannot change the situations we are in, and challenging our thoughts doesn’t
seem to work. In these situations we can try to develop some acceptance for the experience
we are having and try to show some compassion towards ourselves.

The following are some examples of exercises you may find helpful. These exercises are taken
from a book chapter written by Professor Marquez-Gonzalez, Romero-Moreno and Professor
Losada (2010). Reproduced with permission from Oxford University Press.

CASEBOOK OF CLINICAL GEROPSYCHOLOGY: INTERNATIONAL PERSPECTIVES ON PRACTICE edited by Nancy
Pachana et al (2010) Ch. 3“Caregiving issues in a therapeutic context: new insights from the Acceptance and
Commitment Therapy approach”by Marfa Marquez-Gonzalez, Rosa Romero-Moreno & Andrés Losada pp. 43-47
&Table 3.2 from p. 48. By permission of Oxford University Press
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ACCEPTANCE y

Isabel the supercarer ¥ 4

Read the following extract and meet Isabel ff
/fz
Part One: fﬁ
Isabel cares for her mother, who has had Alzheimer’s ‘ f
q

disease for three years. The illness has progressively ”r
taken away her mother’s independence, and Isabel Y
currently helps her mother with almost all her daily
activities. Isabel has brothers and sisters, but they are _
not so close to her mother. Isabel took on the caregiver:
role because she loves her mother and because she
believes her mother deserves it, since she has been a
really good mother. Since she began looking after her
(giving up her job to do so) she has agreed to be the ,' byl ¥
caregiver, and says she is HAPPY to have this opportumi:y I,
to show her mother all her love. She treats her mother 1 I
“like a queen’, waits on her hand and foot and says she s:
is going to slow the iliness and decline through her !
care. She also says that she has cared with energy and ',;' /
happiness since the first day, and is oblivious to any klan r
of depression because she does not allow herself to be
influenced by circumstances.






“People who know me know that “I'm made of iron”, and although nobody believes me
when | say I've never had a negative thought or feeling, it's the truth, I'm really strong”. Her
whole life revolves around her mother, her aim in life is that her mother is well cared for and
feels loved.

The truth is that Isabel’s mother often behaves aggressively, she is agitated and can insult
Isabel, she struggles to accept being looked after. Moreover, for a few weeks now, her
mother has been showing signs of not recognising her daughter, asking “Who are you?”

at different times. In such circumstances, Isabel says that she always maintains a positive
attitude, and never loses her smile. “I'm not like other caregivers, who give up and put their
relative in a home at the first sign of difficulties”. Isabel never has “negative thoughts”
about her mother; she always thinks in the positive, and never feels angry or resentful
towards other relative... she understands them: “Poor guys, they are busy with their lives
and families.” Of course, she never thinks anything similar to: “It would be better for her to
die and not suffer.” She has complete control of her emotions and negative thoughts.

What do you think about Isabel?
Do you feel you are like her?

Do you strive to be like her?

Do you think she is a ‘good’ carer?

Do you think it's possible for a caregiver to always feel strong and happy,
not to have a single moment of despair or negative emotion?





For some weeks now she has not been sleeping well at night and has pains in different parts
of her body and a racing heart; she has also discovered that her blood pressure is really high.
Furthermore, she has been suffering from severe headaches with no medical explanation,
according to medical examinations. Last week she lost her temper and shouted at her
mother, and she does not know why. She spent all day feeling guilty for behaving so badly.
Since that day there have been similar episodes. Isabel has begun to feel guilty and sad,

and cannot understand what is happening to her and why she is unable to continue gently
accepting whatever life deals her.

She is angry with herself and frightened that she is no longer a good caregiver. Isabel does
not like how she is feeling or some of the thoughts that are “coming” into her head. That

is why she does not want to spend a minute of her time thinking about how she feels. She
does not stop doing things, always cleaning her house, and her mother is cared for “better
than a queen”. She has been to see her GP about her sleep problems, and now takes
medication at night and at times when she feels anxious. At home, her husband has noticed
that she is nervous, and says that she loses her temper very easily. However, when asked
“How are you?" Isabel continues to give her best smile and say “I'm always fine, thank God,
with the same problems as always, but | never lose my smile as you can see.”





What do you think about Isabel now?
How do you think she is doing?
What has caused these changes to occur?

How does this example relate to you?

There is an unavoidable pain and suffering that goes along with seeing your loved one
or person you care for change. It is normal for caregivers and for all human beings to
experience negative thoughts and feelings and sometimes it is healthier to accept these
experiences rather than to keep trying to suppress or deny them.

Often caregivers find it difficult to acknowledge these thoughts and feelings and feel a sense
of guilt or anger towards themselves believing that they must try to push them away.

Isabel the ‘Supercarer’ did not allow herself to have the natural feelings and thoughts that
can arise in caregiving situations; she denied experiencing any negative emotions e.g. “I
have never had a moment of despair or weakness”. She avoided the [initial] discomfort

of acknowledging her painful thoughts and feelings by pushing these thoughts away and
denying them. Ultimately though she began to experience the discomfort of guilt and anger
at herself (for being unable to stop the thoughts and feelings) and began to experience
several health problems.

Avoiding natural distress can lead to a sense of unease within yourself and can lead to an
increase in your own suffering.





THE GARDEN

Imagine that your life is like a garden. The plants and trees in the garden
are the things that you care about, the things you value in your life. Values
are the things you would like your life to stand for, the things that are
precious to you, these might include values relating to parenting, social
relationships, marriage, career, education, leisure, spirituality, health,
community.

Now draw your garden, imagining yourself as the gardener, the plants, flowers and trees as
the things you care about, those you value.





Example from a caregiver:

It has a central square with three plants; in the centre, my mother, and at each side of her,
my daughters and my husband. Wonderful trees surround this square, which represent
work and personal growth, development, evolution...Around the square there are beautiful
flowers representing other family members and my friends. There's a big area in the garden
with flowers representing health... and the garden has a gorgeous door bearing the word
“THANK YOU"... Gratitude is very important to me.

What did your garden look like?

What plants, trees and flowers did you have?

How much space did they occupy?

Where some bigger than others?

Are they bright and healthy or wilting and small?

Which plants do you look after most often?

Which do you look after least of all and forget to water?

Which would you like to take more care of?





Often as carers one of your plants is the plant of the person you are caring
for i.e. the Caregiving Plant. Let’s think about this plant....

What does this plant look like?

Is it in the centre of the garden, is it bigger than all other plants?

Did it spring up from nowhere or did you plant it there?

How did you become a carer?

Are your experiences of caregiving mixed with both positive and negative emotions?
Has the experience changed you in some way positively and negatively?

Does caregiving give you some extra meaning to your life?

What have you learnt about yourself throughout your caring role?

Ask yourself, during the last week how did | care for my plants, trees, flowers (Values), what
did | do to care for them?

Given everything you have learnt in this section, imagine that you could draw up your own
personal constitution, an agreement with yourself, what would it look like?

Based on the garden you drew and the answers you have given to the
questions in this section could you draw up your own constitution?

What would your personal constitution look like?





Julia is a caregiver for her mother. Let’s look at Julia’s personal constitution:

she has given me all my life. This is my way of paying her back.”

“I remain in my role as a caregiver because...| love my mother and this is my way of thanking her for all the love and protection

Regarding the other precious plants in my garden:
“I commit to these values that are very important for me...”

My personal health My personal growth The love for my husband

What specific actions do | commit to doing in order to get
close to my values?

To do regular exercise: 1 hour walking every day.
Sleep and read more.

Improve my diet (eat better than | do now).

Go to a movie with my husband once a week.

Attend that course on Ancient Egypt at the culture
centre.

Keep on caring for my mother the way | do.

What do | have license for? What am | going to allow myself
to do, to think, or to feel?

To feel sad for my mother, sometimes: it is normal to
feel that way sometimes

To feel nervous and irritated with my mother
sometimes, without feeling guilty.

To get angry with other people, without feeling guilty.
To delegate more to my daughters.
To ask for more help.

emotional turmoil she unconsciously creates....

On my way to my values, | know that my weaknesses or areas where | have to put in special effort to overcome barriers are....

Thoughts and emotions: | have to accept my painful emotions, it is natural to feel this way (acceptance of emotions
and thoughts); | have to avoid trying to reason with my heart and being such a perfectionist. | have to escape from the
formula “1 am a Supercaregiver” and acknowledge that | also need nurturance.

| am excessively focused on my mother and | am oversensitive to her emotional states; hence, I'm easily caught up by the

| commit to keep moving towards my values, performing my committed actions and trying to overcome my personal barriers.

Date: 7" April 2009 Signature: Julia
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You may have ic ntified tha t one of your values (plants) relates "% B il G
to nurturing your own wellbeing. One of the ways to do thisis :
to show some self compassion. There is no doubt that you are
compassionate and caring to the person you care for but do you
show yourself the same care and compassion?

Sometimes you can feel sadness, anger, irritability, guilt, despair and frustration
when considering the difficulties you experience as a caregiver and observing
difficulties in"the person you care for. When you are experiencing a strong
emotion that is causing you distress, it may be useful to practice some of these
meditative and reflective exercises, to give yourself a way of coping and a
moment of self care.





Imagery

Some people find the use of imagery instantly soothing, for others it
just feels strange and perhaps for some this might feel self-indulgent.
It's likely that this is a completely new experience for you and like any.
new experience or learning any new skill it's going to take practice
and time for it to become easier to do and more meaningful for you.

Safe Place Imagery

This exercise is about trying to create a safe place in our mind, this
is a place where you feel calm and safe. It may be a real place,
somewhere you have been or it may be totally imagined, it doesn’t
matter if it helps you to feel safe and peaceful that's great.

Bring to mind that place, it might be a beautiful beach somewhere
with clear blue waters and smooth pale sand that you can feel under
your feet. Can you feel the warmth of the sun on your face? Your
place might be a field of corn gently blowing in the wind, imagine
yourself standing there feeling the corn brush against your hands
whilst you listen to the birds singing. Can you smell crisp fresh air?
Your place might not be outside at all it may be a snug room filled
with candles flickering with warm light as you sink into a chair that
seems to wrap around you....

Your place may be none of these, whatever it is for you that’s ok, just
allow yourself to be there for a moment and notice how it makes you
feel in your body and your emotions.

“| feel quilty about being compassionate to myself, but doing this exercise felt good, | just need
to remember to do it”





MINDFULNESS
TECHNIQUES

Let’s look at what Mindfulness
means. When we try to understand
mindfulness sometimes it’s easier
to think about the opposite and
ask yourself what is Mindlessness?





B Do you ever feel as though your mind is racing, full of comments, criticisms, regrets and anxious plans for the
future?

B Do you find yourself doing one thing such as eating a meal while being so caught up in thoughts about the
other tasks yet to be completed today or tomorrow or mulling over the things that happened yesterday that
you don't actually notice the flavours/textures and smells of the food you are eating?

B Do you ever find that you drive somewhere and have no memory of how you got there? You may know the
route because you have done it many times but do you actually recall what you saw on that route today? Who
did you see? What colours were the trees that you passed?

B Do you rush from one task to the next constantly trying to beat the clock?

If these experiences seem familiar it is not usual but it is a sign that you are acting as if you are on auto-pilot.

The opposite of this is a state of Mindfulness

Mindfulness is something that you will have already felt at certain points in your life.

Can you recall being on holiday and pausing for a moment to savour the view in front of you, to listen to the lapping
of the sea against the shore, to smell the salt air, to hear the seagulls and laughter of others? This experience of

being fully present in the moment is an example of mindfulness.

You might also find yourself in this state if you have a particular hobby that you love, that when you start to engage
in it you become completely absorbed in that moment, you feel a sense of calm, clarity, purpose.

Mindfulness is a technique that can be learnt and like all the skills in this resource you can build this skill through
practice.

Following are some exercises to get you started.





Meditation practice
Mindfulness of sounds

Read the instruction and then practise this technique:

Close your eyes and wherever you are just listen.
Listen to all the sounds that you can hear in the room that you are in.
Notice all the sounds that you can hear

As you do so you will notice your mind commenting or drifting off onto other
thoughts/judgements and comments, notice this and gently take your attention back to
the sounds.

All you are trying to do is just to observe sounds, not comment on them or make a
judgement such as ‘that’s annoying, what is that? That's so loud!”

You mind will wander and may criticise ‘this is stupid’, just notice this and gently bring
your mind back to the sounds.

Set an alarm to go off in five minutes time and practise this task until then. (notice how
your mind reacts to this instruction...'five minutes that’s ages!!”

“I tried this on the train and it worked!”

Reflect:

What did you notice?

Where you able to notice different sounds come and go without judgement, criticism
or comment? If so congratulations!





If not, this is normal. Did your mind seem very
busy? Was it full of judgements, comments on
the task? Or did you just find that your mind

our attention aw gh






Practice the below exercise in a space that you wont be interrupted.
This exercise is taken from the book ‘Leaves Falling Gently’ by Baurer-Wu (2011).

B Settle into a comfortable position, which may be sitting, lying down, or standing

B Bring awareness to sensations associated with the air entering your body. This may
be at the nostrils, the mouth, or both. You may notice the air temperature (such as
coolness) and quality (such as moist or dry) as it enters your body.

B Notice the air as it moves down into your body, filling your lungs and expanding your

belly.
B Be aware of the brief pause between the inbreath and the outbreath.

B Then, as you exhale, notice your belly falling and the air moving from your abdomen
through your chest and neck, and out through your nostrils or mouth.

B Do this for a few cycles of breathing in and breathing out, being aware of the

sensations of air coming into and filling your body and then being released and leaving

your body.

B To help you settle and focus, especially in the beginning as you explore this practice,
you may choose to say to yourself: Breathing in, | know | am breathing in. Breathing
out, | know | am breathing out.

B Don't try to change your breathing; just allow yourself to breathe in a natural and
comfortable way. Simply bring awareness to the experience, riding the waves of
inbreath and outbreath.





How did this feel for you?

[t may feel unusual when you first try this
— that is normal = try it a number of times
when are not feel distressed to get the
hang of it, so that it is easier to use when
you are feeling distressed. Practicing
techniques like these can be done at any
time of the day — when you are on a bus,
sitting after dinner, or even lying in bed.
Some people however do not like this
exercise and prefer to do something else
like a reflective writing exercise.





Reflective Writing Exercise

For some people writing about how we feel can provide a sense of relief.

B As you prepare to write, pause for a moment to notice what thoughts come to mind.
Thoughts can be very simple and superficial, like This Chair is comfortable, or more
involved, like I'm worried about my son.

B \Whatever you are thinking about at this time, just begin writing about it. Write for
three to five minutes about whatever comes to mind. You may write about the same
thought that you started with or new thoughts that may or may not be related to it.
After a few minutes, stop writing and just pause.

B Notice whatever emotions you are experiencing. You may notice for example
happiness, sadness, or indifference (meaning you have no particular feelings). Write for
a few minutes about the feelings you're experiencing. Stop writing and pause again.

B Tune into your body and notice any physical sensations that you feel (if any). Then
write for a few minutes about these bodily sensations and how your body is feeling in
general (calm, tense, relaxed, and so on).

B Finally consider what new insights you may have gained about your thoughts,
emotions, and bodily sensations. If you like, take a few minutes to write about what
you've learned about yourself through this writing practice.
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Thoughts, feelings & behaviour

Throughout this resource we have introduced you to a number of different ways to improve
your well being, sometimes however you need a little extra support.

There are many sources of support available for you. The type of support you need depends on the type of
difficulties you are facing. If you are experiencing symptoms that include:

m Difficulties sleeping for two weeks or more (not just because the person you care for is keeping you awake)

B Assignificant change in appetite that has meant you have either lost or gained a significant amount of weight

® Difficulties concentrating on conversations, television programmes, or on a task you are trying to complete

B Tearfulness everyday for at least two weeks

B |ack of interest in participating in hobbies or activities (note* this does not mean that you are unable to take
part due to your caregiving tasks — it means that you do not want to participate because you have no interest
in the activity anymore)

B Feelings of hopelessness or helplessness

B Acute anxiety that has resulted in physical symptoms

Please attend your GP for assessment. There are supports and treatments that can help you, it is not uncommon
for caregivers of individuals of dementia to feel this way, however, it does not mean that you should ignore

this hoping it will go away. Accessing help as early as you can means that your symptoms can be treated more
effectively and quicker.

Asking in your GP practice is a good source of information. Also check Alzheimer’s Scotland for a list of support/
carers groups that are local to you.

"I have a barrier to accessing professional support for this fear of being blamed for it all, that's why people don't
ask for help, I need help to overcome this, they need to give me permission”











SECTION 5

SUMMARY

In this section we have focused on strategies to help us manage when we
experience stress and distress. These strategies included problem solving
for dealing with things that can be changed, acceptance, compassion and
mindfulness for those situations that we can not change.

At the end of the section we learnt about signs to look out for which suggest that we might
need to access further support.
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