Coping with Grief & Loss – Losing Someone with a Genetic Aortic and Vascular Condition
If you’ve lost a loved one to a genetic aortic and vascular condition, know that we are so very sorry for your loss. Whether it’s a child, young adult, older adult, or a family member, friend, or someone you know from the community, each loss is painful. Regardless of how long it’s been since the person passed away, a loss is a loss, and their absence is felt.
Grief and loss is a universal experience, one which we all inevitably face. However, when that loss is of someone with a genetic aortic and vascular condition, there are often commonalities in the experience, reflected in the thoughts and feelings of the loved ones trying to cope. 
While the grief journey is unique to each individual, below are some of the thoughts and feelings family members, friends, and community members, like you, who are struggling to cope with their loss, have shared. Please note that there is no right or wrong way to grieve. People may think or feel differently, depending on their age, lived experience, and relationship with the person. Whichever way you are grieving, give yourself the time and space you need and the grace you deserve.

Common Thoughts
If these are some of the thoughts that have been going through your mind, you are not alone.

· I could have done more at the hospital to advocate for her needs. 
· The doctors/hospital should have saved him. I will never trust doctors again.
· How could we have not known he had the condition?
· I should have been there when they dissected. They were all alone.
· Why did this happen to her? I have the same diagnosis. Will I be next?
· This is all my fault. I passed the condition along to them and I’m responsible.  
· They should have taken their condition more seriously and gone for preventive care.
· She followed all the “rules” so how could this happen?
· I have so much pressure on me now that my brother is gone.
· It’s not fair. He didn’t deserve to suffer.
· Life is no longer worth living without her.
· Why am I so upset when I didn’t even know him that well?
· I haven’t even cried. Why am I not able to show my emotion? 
· I’m so lucky I don’t have it as severely as they did.
· Why do I keep losing the people I care about from this condition?
· I must make sure every family member gets genetic testing now. What if they won’t? What if they, too, have it? Do I even want to know?
Common Feelings
The thoughts you have about the loss are often accompanied by certain feelings. Some of these feelings are fleeting, and some are all-consuming. Some may be stronger at times, and some may be vaguer. The feelings around grief and loss are on a continuum, often described as a rollercoaster with highs and lows, twists and turns. Some of the common feelings include:
· Anger - about the unfair nature of the condition; towards the hospital or doctors who couldn’t save them; towards yourself for not doing more
· Sadness/Depression – over their absence in your daily life; around their sister growing up without a sibling; about the potential that was never reached
· Anxiety/fear – over your own or other family members’ mortality; about the impact on your finances or housing; around having to put on a brave face for others. 
· PTSD – based on the circumstances around the loss and your experience with it 
· Guilt – for still being alive (Survivor’s Guilt); for passing it along; for not doing more; for being relieved; for not crying
· Shock – about not having known; around them not surviving this time around; about the sudden and traumatic loss
· Loneliness – the emptiness experienced by the absence of the person 
· Pain (emotional and physical) – stomach aches, headaches, muscle aches, backaches, and heartache resulting from the strong mind-body connection
· Abandonment/Betrayal – by your loved one or the people you thought would be there to support you
· Frustration – with yourself for not feeling ok yet; with others for not truly understanding how you feel  
· Fatigue/Heaviness – around hearing about yet another loss in the community, thereby having a compounding effect; from difficulty sleeping; from being emotionally drained

You may experience some of these, none of these, or different emotions. And your feelings can change from one moment/day/week/month/year to another. No one can tell you how to feel. Your feelings are yours. Your experience is unique.  Permit yourself to not be ok. Allow yourself to be ok.
If you are feeling as though life isn’t worth living any longer, please know that many people feel that way at the beginning. With the help and support of loved ones, and sometimes professionals, in time those feelings will dissipate, and you’ll begin to embrace life again. Please know you are not alone! It’s ok to ask for help if you need it. You can always reach out to the Suicide and Crisis Lifeline by dialing 988 in the United States. Every country has a lifeline that can help.

What to Expect
The loss of a loved one is one of the most difficult challenges individuals confront. While we all go through it at some point, and some people go through it more than others, it never gets easier. Every experience is unique, but here are some common experiences shared by people who are grieving: 
· Family, friends, and neighbors are supportive in the days and weeks following the loss, but eventually, they go back to their “normal” lives, while yours is forever changed. You may feel even more alone. Make sure you connect with people, even if you’re simply going through the motions. 
· You may hear well-intended people say, “At least they’re not suffering anymore,” “Everything happens for a reason,” “Time heals all wounds,” “Don’t worry, your diagnosis isn’t as severe,” or “He’s in a better place.” Platitudes can be hurtful and infuriating. How you respond to them is up to you. 
· You may not know how to ask for help – even if you need it. When someone offers, take them up on it. You don’t have to do it all. Allow yourself to be vulnerable.
· You may try to avoid thinking about your loved one by staying busy, engaging in unhealthy behaviors, and not allowing yourself to go there emotionally. This inevitably backfires, so as painful as it is, allow yourself the time and space to think about your loss and what it means for you. 
· You may start to withdraw from friends who you believe are getting tired of hearing you share how sad you are. You may not even think it’s worth talking to them since they don’t get it – they can’t, as they’ve never had to deal with this kind of loss. Don’t suffer in silence. Find people who you can be your authentic self with without judgment.
· You may find yourself getting angry or upset when seeing all the photos on Facebook or Instagram of the activities your loved one should have been there for. Consider taking a break from social media.
· Your identity, sense of self, and activities you engage in may change. If you’ve been involved with the PTA at your child’s school, you may decide it’s too painful a reminder of their loss. Or, with the loss of your spouse, participating in couple’s nights is too hard. Do what feels right for you, whether it’s continuing the usual activities or discovering new ways of living.  
· You may be overwhelmed with your emotions and not know what to do with them. It can help to channel those feelings into taking positive action. Did the hospital misdiagnose your loved one? Work towards educating them and raising awareness. 

Ways to Cope
There are many strategies to help you cope with the loss. It’s not about suddenly feeling better but about processing the loss and learning to live with grief. Many people are uncomfortable with grief, but it’s a part of life. And it’s easier to work through it than to be victimized by it. Below are just some of the strategies for coping with grief:
· Connect with Others – Alone time is important, but make sure not to isolate yourself from others. Stay connected with whoever makes up your support system - family, friends, neighbors, community groups. Connection is key, whether in-person or virtual.
· Join a Support Group – Many organizations offer in-person and virtual support groups for individuals coping with grief and loss. Some groups have a particular focus, such as for parents who have lost a child, or the loss of a spouse or parent. The Marfan Foundation offers a virtual Coping with Grief & Loss group for those who have lost someone with a genetic aortic and vascular condition. Connecting with others to whom you can relate can be very helpful.
· Talk to a Therapist – Talking to a mental health professional can help you process the loss and find new meaning in your life. Seek a therapist with expertise in grief and loss and chronic conditions. Medication may also be helpful if you’ve had a hard time functioning in the way you did before the loss.
· Journal – Writing about your thoughts and feelings can be healing. Writing is a way to process your experience and view things from a different lens.
· Engage in Creative Expression – Channeling your thoughts and feelings into art, poetry, dance, music, song, or story, can be a healthy way to process loss.
· Plan a Celebration of Life – Organizing a gathering for people to remember and celebrate the life of the person can help shift the focus from the pain and sorrow to the joy and meaning of the relationship.
· Share Stories – Continuing to share stories about your loved one will remind you of how meaningful they are to you. It may be a painful reminder that the person is no longer there, but it can also be comforting to re-live your time with them.
· Establish Rituals – Rituals are a part of relationships. With loss comes an opportunity to establish new rituals and redefine the relationship.
· Take Positive Action – Channeling your energy into meaningful activities related to the person you lost can be healing. Volunteering, raising awareness, and participating in walks and other events are just some examples.

How Long Will I Feel This Way?
There is no set timeline for grief. Over time, the impact of grief on your daily life diminishes. Grief doesn’t shrink, but rather, we grow around our grief. The grief will still be there, and the pain will fluctuate depending on a variety of factors. You will begin to live a “new normal” throughout your grief journey. There will be times when your grief is triggered by a song, a milestone event, or something as seemingly simple as the way someone says a word, and you may find yourself immediately taken back to the days following the loss, flooded with the same thoughts and strong emotions. That is a normal part of the grief process. It’s only when you get “stuck” in those thoughts and feelings and are unable to resume and find meaning in your activities and relationships that you may find yourself suffering from complicated grief. Professionals can help you work through it. 
You may also feel triggered when hearing about the loss of another community member. It’s an unfortunate reality in the world of genetic aortic and vascular conditions. Lean on others to help you get through it. Choose from your coping strategies.
Overall, your life will carry on and you will have the memories to carry you through. After some time, you may find yourself laughing and it catches you off guard. While it feels good to be able to laugh again, you may feel guilty (how could you laugh when your loved one is gone). It’s ok to laugh. AND it’s ok to feel sad about not having your loved one there to laugh with. The hole will always be there, but the loss won’t always be as painful. Wherever you are in your grief, we see you, we hear you, and we support you. 
